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REAUTHORIZATION  OF  THE  RYAN  WHITE 
CARE  ACT 


THURSDAY,  MARCH  2,  2000 

U.S.  Senate, 

Committee  on  Health,  Education,  Labor,  and  Pensions, 

Washington,  DC. 

The  committee  met,  pursuant  to  notice,  at  10:10  a.m.,  in  room 
SD-430,  Dirksen  Senate  Office  Building,  Senator  Jeffords  (chair- 
man of  the  committee)  presiding. 

Present:  Senators  Jeffords,  Kennedy,  Harkin,  Wellstone,  Murray, 
and  Reed. 

Opening  Statement  of  Senator  Jeffords 

The  Chairman.  Good  morning.  The  hearing  on  the  Ryan  White 
CARE  Act  will  come  to  order. 

This  morning  we  begin  consideration  of  the  Ryan  White  CARE 
Act  which  was  first  passed  in  1990  under  the  leadership  of  Sen- 
ators Hatch  and  Kennedy  and  reauthorized  in  1996  under  the 
chairmanship  of  Senator  Nancy  Kassebaum.  I  feel  especially  proud 
to  be  able  to  continue  on  the  path  forged  by  my  colleagues,  ensur- 
ing that  health  care  support  services  are  available  for  people  living 
with  HIV  and  AIDS. 

As  many  of  you  know,  we  have  already  begun  working  on  a  bi- 
partisan basis  to  develop  legislation  to  reauthorize  the  Ryan  White 
CARE  Act.  We  have  worked  with  other  committee  members,  held 
several  stakeholder  meetings,  and  actively  sought  out  community 
input  to  ensure  that  we  address  the  most  important  problems  fac- 
ing problems  with  HIV  infection. 

With  the  information  gained  from  today's  hearing,  we  will  soon 
introduce  legislation  and  proceed  to  committee  markup  as  soon  as 
possible. 

With  this  reauthorization,  we  mark  the  10  years  through  which 
the  Ryan  White  CARE  Act  has  provided  needed  health  care  and 
support  services  to  HIV-positive  people  around  the  country.  Titles 
I  and  II  have  provided  much-needed  relief  to  cities  and  States 
hardest  hit  by  this  disease,  while  Titles  III  and  IV  have  had  a  di- 
rect role  in  providing  health  care  services  to  underserved  commu- 
nities. As  we  will  hear  today,  CARE  Act  dollars  provide  the  founda- 
tion of  care  so  necessary  in  fighting  this  epidemic. 

Much  has  changed  in  those  10  years  since  the  start  of  the  Ryan 
White  programs.  By  now,  there  are  very  few  people  who  can  say 
they  have  not  been  touched  by  this  epidemic.  Yesterday,  I  had  the 
opportunity  to  visit  with  Ryan  White's  mother,  Jeanne,  who  is  also 

(1) 


2 


with  us  today.  We  talked  about  the  impact  of  this  disease,  about 
the  loved  ones  it  has  taken,  and  the  damage  to  the  lives  of  those 
it  has  left  behind — about  the  infected  and  about  the  affected. 

We  talked  about  her  son  Ryan  and  about  my  good  friend  David 
Curtis  of  Burlington,  VT,  who  testified  before  this  committee  in 
1995  and  who  passed  away  this  past  year.  As  an  advocate  of  the 
program  and  as  a  person  living  with  AIDS,  David  helped  me  un- 
derstand the  terrible  impact  of  the  disease. 

Ryan  White  and  David  and  countless  others  worked  long  and 
hard  to  ensure  that  all  people  affected  by  AIDS  could  receive  both 
the  care  and  the  compassion  that  they  deserve.  I  know  that  our 
other  witnesses  today  will  continue  on  the  path  forced  by  them  as 
well. 

We  will  hear  details  today  from  our  Surgeon  G^eneral,  Dr.  David 
Satcher,  about  how  HIV  has  continued  to  spread  over  the  last  5 
years,  how  it  has  become  increasingly  prevalent  in  rural  and  un- 
derserved  urban  areas,  and  about  its  rise  among  women,  youth, 
and  minority  communities. 

We  will  also  hear  about  the  significant  successes  over  the  last 
decade,  especially  over  the  last  5  years.  Mother-to-child  trans- 
mission has  plummeted  due  to  more  effective  outreach,  counseling, 
and  testing  of  mothers  at  risk  for  HIV  infection.  Our  continued  in- 
sistence on  reaching  those  women  will  help  maintain  that  success. 

A  key  success  has  been  the  AIDS  Drug  Assistance  Program.  New 
therapies  and  improved  systems  of  care  have  led  to  impressive  re- 
ductions in  the  AIDS  death  rate  and  the  number  of  new  AIDS 
cases.  From  1996  to  1998,  deaths  from  AIDS  dropped  54  percent, 
while  new  AIDS  cases  have  been  reduced  by  27  percent.  However, 
these  treatments  are  very  expensive,  do  not  provide  a  cure,  and  do 
not  work  for  everyone. 

Furthermore,  HIV  infection  rates  continue  to  rise  in  many  areas, 
while  the  rate  of  decline  in  new  AIDS  cases  and  AIDS  deaths  is 
leveling  off.  Local  and  State  health  care  systems  face  an  increasing 
burden  of  disease  despite  our  success  in  treating  and  caring  for 
people  living  with  HIV  and  AIDS.  Unfortunately,  rural  and  under- 
served  urban  areas  are  often  unable  to  address  the  complex  medi- 
cal and  support  services  needs  of  people  with  HIV  infection. 

As  we  will  hear  today,  underserved  communities  in  both  urban 
and  rural  settings  have  been  heavily  affected  by  the  onslaught  of 
HIV,  which  has  been  especially  hard-hitting  because  these  commu- 
nities lack  the  necessary  resources  to  care  for  people  with  HIV  and 
AIDS. 

As  we  consider  how  to  improve  the  Ryan  White  CARE  Act,  we 
must  continue  to  focus  our  attention  on  meeting  the  needs  of  com- 
munities hardest  hit  by  the  AIDS  epidemic,  and  especially  provid- 
ing services  for  those  who  are  infected  but  are  not  receiving  care. 
We  must  also  realize  that  more  can  be  done  to  provide  early  inter- 
vention services  to  help  those  who  are  most  at  risk  to  avoid  the 
threat  of  infection. 

This  disease  has  affected  every  facet  of  American  life  and  will 
continue  to  affect  the  lives  of  our  citizens  for  years  to  come.  Today 
we  will  hear  from  people  directly  affected  by  HIV  and  those  in- 
volved with  making  Ryan  White  CARE  Act  programs  work. 
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I  look  forward  to  the  statements  of  our  \\itnesses  and  to  learning 
their  thoughts  on  how  we  can  proceed  with  improving  the  Rvan 
miite  CARE  Act. 

I  now  turn  to  Senator  Kennedy,  who  has  ob\iously  been  a  leader 
and  does  tremendous  work  in  this  area. 

Opening  Statement  of  Senator  Kenntdy 

Senator  Ken'NTDY.  Thank  you  ver>'  much.  Mr.  Chairman,  and  all 
of  us  thank  you  for  scheduling  this  hearing  and  for  your  strong 
commitment  to  mo\'ing  this  legislation  for\vard  as  one  of  the  real 
priorities  of  this  committee.  It  has  been  your  position  for  some  pe- 
riod of  time,  and  all  of  us  are  ven,'.  ver>'  grateful  to  you  for  it.  As 
we  take  note,  10  years  ago  when  we  passed  the  Ryan  \Miite  legisla- 
tion, you  were  a  strong  supporter  of  the  legislation  then. 

I  want  to  apologize  to  a  numoer  of  our  witnesses.  We  have  a 
wonderful  bipartisan  atmosphere  here  this  morning,  and  we  are 
going  to  tr\'  to  continue  that  at  the  Wliite  House  on  the  Patients' 
Bill  of  Rights  at  10:30  and  have  a  meeting  with  the  President  at 
that  time,  so  I  will  be  necessarily  absent  for  a  period  while  these 
witnesses  make  the  case. 

I  want  to  commend  you  again.  Mr.  Chairman,  for  the  witnesses 
today.  We  really  have  an  extraordinary-  group — my  colleague.  Sen- 
ator Hatch,  who  was  one  of  the  important  leaders  and  continues  to 
be  in  this  area;  I  thank  the  good  Congressman  Coburn  for  being 
here;  and  a  range  of  witnesses.  You  mentioned  Jeanne  Wliite.  Her 
testimony  m  the  past  still  rings  in  my  ears,  and  the  extraordinary- 
efforts  that  she  made  in  support  of  the  legislation  reaffirms  the  old 
adage  that  individual  can  make  a  difference — what  a  difference  she 
has  made  in  the  lives  of  so  many  of  our  people  in  this  country-  and, 
by  her  example,  around  the  world.  So  we  are  enormously  appre- 
ciative of  her  presence  today. 

We  have  a  special,  gifted  person  on  Panel  3  who  has  a  story  that 
is  very  compelling  and  very  powerful  that  she  will  share  with.  us. 

And'  we  welcome  Dr.  Satcher  as  well,  who  has  done  such  an  ex- 
traordinary job  in  leading  this  country  in  areas  of  public  health; 
and  Sandy  Thurman,  who  was  there  probably  long  before  many  of 
us  knew  about  this,  and  continues  to  stir  the  conscience  of  all  of 
us  here  in  this  country  about  our  responsibilities. 

I  do  not  want  to  take  any  more  time  on  the  witnesses,  and  I 
thank  the  rest  of  them  for  being  here. 

As  you  will  remember.  Mr.  Chairman,  we  were  dealing  with  ide- 
ology rather  than  science  10  years  ago.  and  I  think  we  have  made 
important  progress  in  trying  to  deal  with  science.  That  was  really 
the  struggle  at  that  period  of  time.  It  seems  to  me  that  institutions 
responded  the  way  they  should.  We  had  a  lot  of  emotion,  a  lot  of 
ideology,  some  harsh  partisanship  during  those  debates  and  discus- 
sions to  try  to  dismantle  and  actually  vitiate  this  legislation,  and 
they  were  resisted.  As  a  result  of  that,  there  are  people  in  this 
room  today  whose  lives  have  been  spared  because  we  have  taken 
action.  We  have  not  been  able  to  do  all  the  things  we  might  have 
wanted  to,  but  this  has  been  a  key  component  of  it — research  that 
is  being  done  at  XIH;  resistance  in  terms  of  the  forms  of  discrimi- 
nation against  individuals — we  have  made  some  important 
progress.  But  this  legislation  is  an  absolutely  key  element  in  terms 
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of  our  country's  response  to  some  of  the  neediest  people  in  the  most 
desperate  situations  and  circumstances,  and  its  value  to  the  Nation 
is  absolutely  unlimited. 

So  I  am  very  hopeful  that  we  will  have  the  chance  to  pass  this 
legislation  in  a  timely  way.  On  our  side,  we  are  strongly  committed 
to  working  with  you  to  see  that  it  is  done. 

I  thank  all  those  who  will  be  making  the  case  today.  We  couldn't 
have  a  finer  group  of  witnesses  to  speak  to  this  issue,  and  hope- 
fully, we  will  get  about  the  business  of  our  country  with  the  speedy 
passage  of  this  legislation. 

I  would  ask,  Mr.  Chairman,  that  my  full  statement  be  made  a 
part  of  the  record. 

The  Chairman.  Thank  you  very  much,  Senator  Kennedy. 

[The  prepared  statement  of  Senator  Kennedy  follows:] 

Prepared  Statement  of  Senator  Kennedy 

I  commend  Senator  Jeffords  for  his  leadership  on  this  issue  and 
for  making  the  reauthorization  of  this  important  legislation  a  top 
priority  for  our  Committee.  I  also  commend  the  witnesses  who  have 
joined  us  here  today.  I  look  forward  to  their  testimony  on  their  per- 
sonal experiences  with  the  CARE  Act  and  its  impact  on  their  lives 
and  their  communities. 

I  am  especially  pleased  that  Senator  Hatch  is  able  to  join  us  for 
this  hearing.  He  and  I  sponsored  this  legislation  ten  years  ago,  and 
we  are  both  very  proud  of  all  that  the  CARE  Act  has  accomplished. 

We  have  seen  significant  progress  in  the  past  decade  in  the  bat- 
tle against  AIDS.  Ten  years  ago,  even  the  most  advanced  treat- 
ments for  HIV  and  AIDS  offered  little  promise  of  recovery  to  those 
living  with  the  disease.  The  crushing  burden  of  rapidly  increasing 
caseloads  was  overwhelming  the  public  health  system  of  our  cities 
and  states.  Individuals  whose  immune  systems  had  already  begun 
to  deteriorate  and  succumb  to  the  infections  had  little  hope  that 
one  day  they  might  return  to  healthy,  productive  lives.  Today,  the 
story  is  very  different. 

The  Ryan  White  CARE  Act  has  helped  communities  across  the 
country  deliver  care  and  treatment  to  low-income  people  living  with 
HIV  and  AIDS.  More  HIV-positive  Americans  than  ever  before 
have  access  to  comprehensive,  high  quality  care,  including  to  pri- 
mary care,  and  treatment  with  protease  inhibitors  and  other  life- 
saving  medications.  They  also  can  obtain  a  wide,  range  of  support 
services,  such  as  case  management,  meals,  and  transportation,  to 
help  individuals  with  HIV  and  AIDS  deals  with  complicated  health 
care  systems  and  successfully  carry  out  complicated  treatment  regi- 
mens. In  most  localities,  this  network  of  essential  resources  would 
not  exist  without  the  Ryan  White  CARE  Act. 

This  reauthorization  is  a  high  priority  for  Congress,  because  the 
Act  is  such  a  solid  foundation  for  HIV  care  and  treatment  for  low- 
income  individuals  with  HIV/AIDS.  In  Massachusetts,  CARE  Act 
funds  help  support  regional  networks  of  providers  across  the  state. 
They  also  support  community  health  centers  such  as  Fenway 
Health  Center  and  Dimock  Community  Health  Center,  as  well  as 
specialty  programs  for  women  and  infants,  and  for  youth  and  fami- 
lies. 
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The  nation  is  entering  the  third  decade  of  the  AIDS  epidemic, 
and  it  is  more  important  than  ever  to  acknowledge  that  the  fight 
against  this  tragic  disease  is  far  from  over.  Although  researchers 
are  making  constant  progress,  the  cure  that  will  one  day  eradicate 
HIV  is  not  yet  on  the  horizon.  Unfortunately,  the  development  of 
effective  new  treatments  has  created  a  sense  of  complacency  among 
many  of  those  at-risk  for  HIV/AIDS.  New  infections  have  not  de- 
clined. Nearly  40,000  more  Americans  become  HIV  positive  each 
year. 

The  additional  number  of  people  living  with  HIV  and  AIDS 
means  that  greater  demands  are  being  placed  on  the  community- 
based  organizations  and  the  state  and  local  governments  that  serve 
them.  Half  of  the  new  infections  are  in  young  people  under  the  age 
of  25.  HIV/AIDS  is  also  disproportionately  affecting  communities  of 
color.  Young  people  are  more  likely  to  be  uninsured  than  any  other 
age  group,  and  communities  of  color  face  significant  barriers  to 
quality  health  care,  including  lack  of  health  insurance,  poor  quality 
health  services,  and  bias  in  the  health  care  system. 

In  Massachusetts,  14,483  AIDS  cases  have  been  reported  since 
the  beginning  of  the  epidemic.  Thanks  to  medical  advances,  we 
have  seen  an  overall  77%  decline  in  AIDS  and  HIV  related  deaths 
in  the  state  since  1995.  At  the  same  time,  however,  AIDS  and  HIV 
cases  increased  in  women  by  11%  from  1997  to  1998,  and  55%  of 
persons  living  with  AIDS  in  the  state  are  persons  of  color.  We  are 
fortunate  to  have  a  state  budget  that  has  been  able  to  provide 
funds  for  primary  care,  prevention  and  other  efforts.  But  no  state 
alone  can  provide  the  fall  financial  resources  to  help  persons  living 
with  HIV  obtain  the  medical  services  and  support  they  need.  The 
Ryan  White  CARE  Act  is  indispensable.  It  is  helping  more  people 
than  ever,  and  its  extension  is  more  important  than  ever. 

I  look  forward  to  hearing  from  our  witnesses  today.  I  am  espe- 
cially pleased  that  Lori  is  here  today  from  Massachusetts  to  tell  us 
about  how  the  CARE  Act  has  helped  her.  Above  all,  I  commend 
Jeannie  White,  who  has  worked  tirelessly  and  skillfully  over  the 
past  decade  to  carry  on  Ryan's  legacy  of  strength  and  courage.  She 
has  educated  Congress  and  millions  of  our  fellow  citizens,  and 
America  is  in  her  debt.  Thank  you  Lori  and  Jeannie. 

The  Chairman.  We  will  now  call  our  first  witness,  Congressman 
Cobum,  who  represents  Oklahoma's  2nd  District  and  is  also  a  prac- 
ticing physician.  He  is  a  member  of  the  committee  on  Commerce, 
where  he  serves  on  the  Subcommittee  on  Health  and  the  Environ- 
ment. 

Mr.  Coburn,  welcome.  We  look  forward  to  hearing  your  remarks. 
Please  proceed. 

STATEMENT  OF  HON.  TOM  A.  COBURN,  A  REPRESENTATIVE  IN 
CONGRESS  FROM  THE  STATE  OF  OKLAHOMA 

Dr.  Coburn.  Thank  you  very  much,  Mr.  Chairman. 

Before  Senator  Kennedy  leaves,  I  just  want  to  express  my  appre- 
ciation to  him  for  all  the  work  that  he  has  done  in  this  area.  Hope- 
fully, we  are  going  to  build  the  bipartisan  consensus  that  we  need 
in  the  House  to  move  this  as  fast  as  the  Senate  seems  to  be  mov- 
ing. 

Senator  Kennedy.  Thank  you. 
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Dr.  COBURN.  I  have  a  special  interest  in  this  area  and  have  for 
a  number  of  years.  The  virus  that  causes  HIV/AIDS  was  identified 
when  I  was  a  senior  in  medical  school,  and  nobody  at  that  time 
could  envision  what  we  see  in  our  country  today — 665,000  Ameri- 
cans, according  to  Dr.  Satcher's  numbers,  have  been  diagnosed 
with  AIDS.  Over  400,000  of  those  people  are  no  longer  living.  We 
have  900,000  people — as  a  conservative  estimate — ^living  who  are 
infected  with  HIV. 

As  you  know  from  what  we  did  4  years  ago  in  the  reauthoriza- 
tion of  Ryan  White,  it  is  my  contention  as  a  practicing  physician 
that  the  best  treatment  that  we  have  for  HIV  is  prevention  and 
that  we  ought  to  make  sure  that  we  have  lived  up  to  the  obliga- 
tions on  prevention. 

Each  year,  40,000  new  people  in  this  country  are  infected  with 
HIV.  I  think  the  question  before  us.  Senator  Jeffords,  is:  Why  is 
that?  In  the  wealthiest  country  in  the  world,  with  the  best  sci- 
entists in  the  world,  with  the  best  capabilities,  the  best  public 
health  programs,  why  is  it  that  40,000  people  in  this  country  are 
newly  infected  each  year? 

Meeting  with  Dr.  O'Neill  yesterday  and  discovering  the  numbers 
and  the  changes,  we  know  that  there  is  a  difference  of  25,000  be- 
tween those  people  who  have  died  with  AIDS  and  those  who  are 
newly  infected  with  HIV  each  year.  We  also  know  that  it  costs 
somewhere  around  $1,000  just  for  the  medicines  to  prevent  them 
from  progressing  from  HIV  to  AIDS.  So  not  only  are  we  talking 
about  the  lives  that  are  impacted  that  do  not  necessarily  have  to 
be,  but  we  are  talking  about  a  health  care  system  right  now  that 
is  out  of  control.  Senator  Kennedy  is  hopefully  going  to  do  some- 
thing about  that  as  we  deal  with  the  Patients'  Bill  of  Rights,  of 
which  I  am  a  supporter. 

The  cost  and  the  resources  that  are  spent  on  a  disease  that  does 
not  have  to  be  are  incredible.  One  of  my  concerns — this  is  my  last 
year  in  Congress;  I  will  be  returning  to  my  medical  practice — is  to 
make  sure  that  we  have  answered  the  question:  Have  we  done  ev- 
er)d:hing  that  we  can  do  to  prevent  the  next  person  from  getting 
this  dreadful  disease? 

This  is  never  a  positive  impact,  never  a  positive  finding  for  any- 
one, no  matter  what  the  condition.  Current  prevention  messages, 
I  believe,  ignore  historically  proven  public  health  practices  that  we 
have  applied  in  this  country  in  years  past  to  limit  and  eliminate 
infectious  diseases.  Partner  notification  is  an  extremely  effective 
tool  for  disease  control,  especially  for  women.  What  we  have  seen 
as  this  epidemic  has  changed  is,  number  one,  we  have  not  limited 
the  epidemic — we  have  not  even  reduced  the  epidemic  in  terms  of 
the  number  of  people  infected  with  HIV — ^but  what  we  have  seen 
is  that  the  makeup  of  those  people  who  are  infected  with  HIV  has 
drastically  changed,  because  now,  the  majority  of  those  people  are 
either  minorities,  women,  or  children.  As  this  disease  has  moved, 
our  prevention  strategies  need  to  be  changed  to  address  that. 

Stephanie  Williams  is  a  black  mother  from  South  Carolina  who 
believed  she  was  in  a  mutually  monogamous  relationship  and  was 
infected  by  her  boyfriend,  who  has  since  died  of  AIDS. 
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Pam  McCree,  another  African  American  woman,  became  infected 
in  the  same  way.  She  only  became  aware  of  her  infected  status 
after  her  mate  had  died. 

A  woman  who  works  at  an  inner-city  cHnic  in  New  York  was 
forced  to  remain  silent  while  one  of  her  HIV-positive  clients  at- 
tempted to  have  a  baby  with  his  wife,  who  was  unaware  of  his  sta- 
tus of  being  infected  with  HIV. 

Another  New  Yorker  only  learned  that  she  was  infected  by  her 
husband  after  their  child  was  diagnosed  with  AIDS  during  an  au- 
topsy. That  is  a  terrible  way  to  find  out  you  are  infected. 

An  Hispanic  woman  from  the  Bronx  discovered  her  status  when 
her  husband  laying  dying  of  a  disease  with  no  name,  and  a  coun- 
selor suggested  that  she  be  tested  for  HIV. 

These  are  not  isolated  incidents,  Mr.  Chairman.  All  these  women 
were  allowed  to  become  infected  by  people  whom  they  trusted. 
They  did  not  know  they  were  at  risk,  and  no  one  warned  them.  In 
some  cases,  the  law  forbade  them  from  being  notified. 

Now,  I  ask  you,  if  the  laws  in  this  country  forbid  people  from 
knowing  they  are  at  risk,  and  the  epidemic  has  not  decreased  in 
terms  of  the  number  infected  with  HIV,  does  that  not  tell  us  that 
something  is  wrong  with  our  prevention  strategies? 

That  is  what  I  ask  for  today — as  your  committee  looks  at  and 
drafts  the  legislation,  that  we  for  certain  consider  prevention  as  a 
cost-effective,  life-changing  method  under  which  we  can  control  this 
epidemic. 

As  more  women  have  become  infected  with  HIV,  more  children 
have  become  affected  by  AIDS  as  well.  In  the  last  Ryan  White 
CARE  Act  bill  in  the  conference  committee,  we  asked  that  women 
who  were  pregnant  be  able  to  be  tested,  and  if  they  were  not,  that 
their  children  be  tested,  because  we  now  know — our  science  is  ex- 
cellent on  this — ^that  we  can  prevent  transmission.  Some  of  the 
newer  protocols  lower  that  transmission  to  almost  zero  in  terms  of 
an  infected  woman  with  HIV  transmitting  the  disease  to  her  child. 

The  compromise  out  of  our  committees  was  that  we  would  have 
an  Institute  of  Medicine  study  that  would  make  a  recommendation 
as  to  what  we  ought  to  do  when  Ryan  White  was  reauthorized. 
That  recommendation  has  come  through.  The  Institute  of  Medicine 
has  recommended  that  in  their  prenatal  visits,  all  women  who  are 
pregnant  be  tested,  and  if  they  are  not  tested,  that  their  children 
be  tested,  because  in  fact,  we  can  prevent  and  eliminate  trans- 
mission of  the  disease. 

We  will  also  expand  the  ability  to  not  pass  that  disease  to  other 
partners.  Even  if  the  treatment  begins  shortly  after  birth,  we  can 
now  markedly  reduce — even  if  we  identify  it  in  a  newborn  baby — 
this  week,  JAMA  released  a  study  done  in  Africa  on  breast-feeding. 
Breast-feeding  is  much  more  dangerous  than  we  ever  thought  it 
was  on  the  basis  of  this  study — almost  twice  the  rate  of  infection 
through  breast-feeding  than  just  vaginal  birth. 

So  we  have  learned  a  great  deal — and  thank  you  for  the  funding 
for  NIH  and  through  the  Ryan  White  CARE  Act— about  this  dis- 
ease. But  our  concentration  on  the  disease  ought  to  be  on  preven- 
tion and  care.  We  cannot  ignore  prevention  because  we  are  caring; 
we  cannot  ignoring  caring  at  the  expense  of  prevention.  We  need 
to  do  both. 
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It  is  my  hope,  as  I  work  with  the  House,  and  as  we  come  to- 
gether in  a  bipartisan  fashion,  that  we  will  address  both  of  these 
issues  equally — not  in  a  confrontational  manner,  but  in  a  manner 
that  truly  puts  those  people  who  are  at  risk  and  those  people  who 
have  the  disease  at  the  top  of  the  pyramid  and  says  that  we  are 
going  to  care  about  you  in  a  way  that  we  can  honorably  carry  out 
the  duties  that  we  have  been  entrusted  with. 

I  believe  there  are  two  underlying  goals  for  the  Ryan  White 
CARE  Act.  We  must  first  make  prevention  the  priority.  Even  one 
new  case  of  HIV  is  unacceptable  to  me  as  a  U.S.  Congressman  and 
as  a  doctor,  when  I  know  that  we  can  prevent  it. 

Second,  we  must  ensure  that  we  do  not  leave  anyone,  no  matter 
who  they  are,  behind  by  focusing  only  on  AIDS  and  not  focusing 
on  HIV.  I  believe  many  of  the  groups  that  have  supported  this  Act 
are  moving  toward  that,  because  we  now  know  that  our  goal  is  to 
eliminate  AIDS  and  not  allow  people  to  progression  from  an  infec- 
tion with  HIV  to  AIDS.  That  is  our  goal.  And  the  goal  before  that 
is  to  eliminate  HIV  infection  in  the  first  place. 

We  must  be  sure  that  we  no  longer  have  to  face  challenges  that 
ignore  those  two  realities. 

I  am  sorry  that  Senator  Kennedy  had  to  leave,  because  as  a  con- 
servative coming  from  Oklahoma,  the  two  people  who  have  spoken 
in  our  Nation  that  I  read  the  most  are  a  guy  by  the  name  of  Robert 
Kennedy  and  a  guy  by  the  name  of  Martin  Luther  King.  Robert 
Kennedy  outlined  four  blocks  to  effective  leadership,  and  I  think 
they  have  been  impacted  in  this  question  of  HIV/AIDS  in  our  coun- 
try. I  would  just  like  to  summarize  those  four  things  and  challenge 
the  honorable  Members  of  the  Senate  and  the  House  to  not  allow 
any  of  these  blocks  to  effective  leadership  to  get  in  our  way. 

They  are,  first  of  all,  being  too  timid — being  afraid  to  take  it  on 
the  chin  when  we  know  what  is  right  and  to  do  it;  to  stand  up  and 
take  whatever  we  need  to  take  as  elected  members  in  this  country, 
the  greatest  country  in  the  world,  to  do  the  right  thing.  So  our  first 
challenge  should  be  not  to  be  timid  in  approaching  what  will  really 
fix  this. 

The  second  thing  is  to  not  sit  back  and  be  comfortable,  because 
we  have  had  so  many  great  successes,  because  so  many  people  are 
benefiting  from  the  research  and  the  care  that  has  been  done.  We 
can  do  more,  and  we  should  not  accept  that. 

The  fourth  point  is  accepting  the  status  quo.  The  status  quo  as 
far  as  HIV/AIDS  and  the  Ryan  White  CARE  Act  is  unacceptable. 
We  need  to  do  more,  we  need  to  do  it  more  effectively,  and  we  need 
to  do  it  more  efficiently. 

Finally,  we  should  not  allow  expediency  to  block  anything  when 
it  comes  to  the  lives  of  the  people  of  this  country.  It  is  my  hope — 
it  is  my  goal — I  have  worked,  and  before  we  come  to  formulate  leg- 
islation in  the  House,  we  are  working  with  every  interest  group 
that  we  can  to  make  sure  that  we  achieve  what  is  in  the  best  inter- 
est of  all  those  people  who  are  affected. 

I  do  not  deny  the  fact  that  I  believe,  and  it  is  my  intent  to  try 
to  continue  to  impress  on  our  country  and  my  colleagues  that  pre- 
vention is  the  most  effective  way  of  controlling  this  epidemic. 


9 


I  want  to  thank  you  for  this  opportunity  to  come  before  your 
committee.  Senator  Harkin,  I  appreciate  your  indulgence  as  well. 
I  would  be  happy  to  answer  any  questions  that  you  might  have. 

[The  prepared  statement  of  Dr.  Coburn  may  be  found  in  addi- 
tional material.] 

The  Chairman.  I  have  a  question,  but  I  know  Senator  Harkin 
would  like  to  say  a  word,  and  he  has  another  commitment.  Why 
don't  you  go  ahead,  Senator  Harkin? 

Senator  Harkin.  Thank  you,  Mr.  Chairman. 

I  am  sorry  to  be  late,  but  I  read  over  Congressman  Cobum's  tes- 
timony. You  make  a  lot  of  good  points,  especially  on  the  testing  of 
women  during  pregnancy  and,  of  course,  the  whole  issue  of  the 
right  to  know.  I  think  you  have  pointed  out  some  areas  that  we 
should  look  at. 

I  do  not  have  any  answers,  but  I  would  be  happy  to  really  take 
a  good  look  at  this.  There  are  some  States  that  I  think  are  doing 
other  things  in  terms  of  surveillance  and  things  like  that,  that  do 
not  publicly  put  this  out,  and  they  seem  to  be  doing  a  pretty  good 
job  that  way. 

I  guess  the  problem  I  have,  Tom,  is  that  it  is  just  so  unprece- 
dented; we  do  not  put  this  out  for  any  other  disease  that  I  know 
of— unless  you  know;  you  are  a  doctor — but  I  do  not  know  that  we 
publish  anything  like  that  for  any  other  disease. 

Dr.  Coburn.  Sure,  we  do — 51  of  them. 

Senator  Harkin.  Pardon? 

Dr.  Coburn.  Fifty-one  diseases. 

Senator  Harkin.  We  publish? 

Dr.  Coburn.  Certainly  we  do.  The  way  you  control  an  epidemic, 
I  believe — and  Dr.  Satcher  will  back  me  up  on  this — ^is  you  identify 
where  the  disease  is,  and  you  contact-trace,  and  you  eliminate  the 
disease.  Look  at  what  is  starting  to  happen  to  us  now  with  resist- 
ant TB.  We  are  going  to  start  using  the  public  health  practices  on 
TB.  We  do  not  put  names  out;  we  do  not  put  individual  names 
out  

Senator  Harkin.  Are  these  51  mandated? 

Dr.  Coburn.  There  are  51  reportable  disease — I  believe  that  is 
correct — maybe  it  is  53. 

Dr.  Satcher.  Yes,  but  we  do  not  publish  them.  They  are  held 
confidentially  within  the  Public  Health  System. 

Dr.  Coburn.  We  are  not  proposing  anything  other  than  confiden- 
tial. We  have  never  proposed  anything  other  than  confidential  con- 
tact-tracing. 

Senator  Harkin.  I  see. 

Dr.  Coburn.  Medical  schools  teach  epidemiology  and  public 
health  guidelines.  The  way  you  prevent  disease  is  to  identify  where 
it  is,  try  to  eliminate  transmission  through  education  and  account- 
ability, and  also  notify  those  people  who  have  an  exposure  so  if 
they  are  infected,  they  do  not  infect  someone  else. 

It  is  a  common  sense  approach  that  has  been  used  around  the 
world  to  control  epidemics.  That  is  how  we  controlled  smallpox. 
That  is  how  we  have  done  it  in  the  past. 

I  understand  the  sensitivities  associated  with  HIV,  both  in  my 
own  practice,  where  I  have  been  involved  in  diagnosing  not  just  in 
women,  but  in  children  and  in  men — I  understand  those  sensitivi- 
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ties,  and  I  am  careful  to  make  sure  that  no  judgment  is  made  on 
anyone  because  they  happen  to  be  the  recipient  of  the  disease. 
What  they  are  is  the  recipient  of  a  disease.  It  does  not  matter  how 
they  got  it.  The  point  is  should  that  disease  not  be  given  to  some- 
one else  by  them,  and  should  they  have  the  right  to  know,  number 
one,  that  they  are  infected,  and  should  somebody  else  know  if  they 
have  been  exposed  and  are  at  risk  for  infection — not  to  make  a 
judgment  about  the  other  person — so  they  will  not  infect  someone 
else. 

So  I  think  prevention  is  an  important  part — it  is  the  most  cost- 
effective,  most  humane  way  to  make  sure  someone  else  is  not  in- 
fected. And  it  is  about  people's  lives.  That  is  what  the  Ryan  White 
CARE  Act  is  all  about.  It  is  about  lives. 

Senator  Harkin.  I  appreciate  that,  and  obviously,  you  under- 
stand this  very  well.  I  am  just  cautious  about  making  sure  we  do 
not  inhibit  people  from  getting  tested.  We  want  people  to  get  test- 
ed. 

Dr.  COBURN.  I  think  that  is  a  great  concern.  That  was  the  con- 
cern that  was  raised  when  we  did  the  Ryan  White  CARE  Act  in 
1995  in  regard  to  prenatal  testing,  and  one  of  the  objections  was 
that  women  would  not  come  in.  I  think  you  are  going  to  hear  testi- 
mony, although  it  is  not  in  the  written  testimony,  from  Dr. 
Birkhead  about  what  the  New  York  experience  was  with  that  and 
that  it  is  totally  unfounded. 

Senator  Harkin.  OK.  I  will  listen  to  that. 

Dr.  COBURN.  The  point  is  that  if  that  is  true  about  HIV,  it  is  true 
about  TB,  and  it  is  true  about  every  other  infectious  disease — I 
may  not  come  in.  Well,  is  the  public  health  risk  and  exposure 
worth  our  doing  the  right  public  health  strategy? 

Senator  Harkin.  I  appreciate  that. 

Mr.  Chairman,  I  would  just  ask  that  my  statement  be  made  a 
part  of  the  record,  but  I  did  want  to  take  the  opportunity  to  engage 
in  a  little  discussion  with  Congressman  Coburn,  because  he  is 
knowledgeable  about  this. 

I  would  again  just  State  that  it  seems  to  me  that  when  we 
passed  the  Ryan  White  CARE  Act,  it  was  to  serve  as  a  safety  net 
provider  for  individuals  who  were  dying  with  AIDS.  We  have  done 
a  lot  in  the  interim  since  1990,  and  I  think  that  now,  a  lot  of  focus 
should  be  put  on  how  we  provide  help  to  people  who  are  living  with 
AIDS. 

It  is  estimated  that  over  200,000  people  with  HIV  are  not  receiv- 
ing any  medical  services,  and  somehow,  we  have  got  to  start  re- 
focusing  our  energies  in  that  area  as  well. 

Dr.  Coburn.  That  is  right.  Half  of  them  do  not  know  they  have 
it  because  we  have  had  an  ineffective  prevention  message. 

Senator  Harkin.  And  how  do  you  propose  that  we  get  those  50 
percent  who  do  not  know  that  they  have  it  to  come  in  and  get  test- 
ed? 

Dr.  Coburn.  Well,  it  is  not  so  much  getting  tested;  it  is  that  as 
a  public  health  priority  in  this  country,  we  want  people  who  have 
been  exposed  to  know  they  have  been  exposed  so  they  can  choose 
to  be  tested.  If  you  have  no  knowledge — ^you  know,  that  is  what  has 
happened  to  the  minority  women  in  this  country.  They  had  no 
high-risk  behavior,  and  yet  they  have  become  infected  with  the  dis- 
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ease  because  the  person  who  had  the  disease  had  no  obUgation  to 
share  the  fact  that  they  had  the  disease  with  them. 
Senator  Harkin.  I  appreciate  that. 

Mr.  Chairman,  I  am  ranking  on  the  Agriculture  Committee,  and 
we  have  a  markup  going  on,  and  I  will  have  to  go,  but  I  know  that 
this  is  an  area  in  which  I  am  greatly  interested,  and  I  congratulate 
you  for  having  this  hearing.  And  even  though  I  cannot  stay,  I  want 
to  read  the  testimony,  especially  of  Dr.  Satcher  and  Sandy  Thur- 
man,  both  of  whom  have  done  a  great  job  in  this  area  for  so  many 
years. 

Thank  you,  Mr.  Chairman. 

[The  prepared  statement  of  Senator  Harkin  follows:] 
Prepared  Statement  of  Senator  Harkin 

Thank  you  Chairman  Jeffords  and  Senator  Kennedy  for  your 
leadership  on  the  reauthorization  of  Ryan  White  CARE  Act.  I  am 
pleased  to  have  the  opportunity  to  hear  from  these  distinguished 
witnesses  today.  I  would  like  thank  all  of  you  for  joining  us  as  we 
celebrate  the  progress  we  have  made  in  the  HIV/AIDS  epidemic 
and  confront  the  challenges  that  we  still  face. 

The  reauthorization  of  the  Ryan  White  CARE  Act  is  a  high  prior- 
ity for  all  of  us,  and  I  look  forward  to  working  with  my  committee 
and  Senate  colleagues  to  move  this  bill  forward. 

Contrary  to  popular  belief,  the  AIDS  epidemic  continues  to  wors- 
en in  our  country.  In  fact,  AIDS  is  now  the  number  one  killer 
among  American  males  aged  25-44.  AIDS  knows  no  geographic, 
ethnic  or  gender  boundaries  and  it  has  spread  to  urban  and  rural 
areas  across  the  nation.  It  continues  to  grow  disproportionately 
among  people  of  color,  women  and  young  people. 

The  good  news  is  that  fewer  people  are  dying  of  AIDS  each  year. 
The  number  of  deaths  declined  significantly  from  1995-97  and  con- 
tinues to  decline.  The  bad  news-is  there  are  an  increasing  number 
of  new  cases  each  year.  The  change  in  these  ratios  has  placed  an 
increasing  demand  on  the  services  available  for  care. 

The  Ryan  White  CARE  Act  was  enacted  in  1990  to  serve  as  the 
safety-  net  provider  for  individuals  dying  with  AIDS.  Today,  thanks 
to  advances  in  treatment  we  need  to  emphasize  our  sustained  com- 
mitment to  the  services  for  people  living  with  AIDS. 

It  is  estimated  that  over  200,000  people  with  HIV  are  not  receiv- 
ing medical  services.  We  need  to  ensure  that  networks  of  services 
are  available  and  serving  those  in  greatest  need. 

We  have  all  heard  about  the  new  drug  therapies  that  are  allow- 
ing people  to  live  longer  and  more  productive  lives.  These  therapies 
are  expensive  and  require  individuals  to  make  a  commitment  to  a 
demanding  regime.  But  HIV/AIDS  has  become  a  disease  of  poverty, 
placing  additional  burdens  on  an  already  fragile  network  of  provid- 
ers. 

That  is  why  I  am  so  pleased  that  Chairman  Jeffords,  Senator 
Kennedy  and  this  committee  have  shown  such  commitment  to  re- 
authorizing the  Ryan  White  CARE  Act.  It  is  critical  to  continue  our 
support  of  these  activities  for  the  21st  century  and  to  ensure  that 
these  services  can  address  the  changing  face  of  this  disease. 
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Again,  thank  you  Chairman  Jeffords  and  Senator  Kennedy  for 
your  leadership.  I  look  forward  to  working  with  you  to  pass  this  im- 
portant bill. 

The  Chairman.  Thank  you,  Senator  Harkin.  You  have  been  a 
real  hero  in  this  area,  too,  and  I  appreciate  you  coming  by  and 
sharing  your  thoughts. 

I  also  want  to  thank  you,  Congressman  Coburn,  for  the  service 
that  you  have  given  to  us  here  in  the  Congress.  I  am  sorry  that 
you  are  leaving,  but  we  are  going  to  lean  on  you  as  best  we  can 
from  now  until  the  day  you  leave.  You  have  been  a  tremendous 
help  to  all  of  us  in  understanding  these  problems.  We  wish  you 
well. 

Dr.  Coburn.  Thank  you,  and  my  commitment  is  to  work  with 
you  to  get  a  Ryan  White  CARE  Act  reauthorization. 

The  Chairman.  Thank  you  very  much. 

Senator  Harkin.  Thank  you  very  much,  Tom. 

The  Chairman.  I  will  now  ask  Dr.  Satcher  and  Ms.  Sandy  Thur- 
man  to  come  forward,  please. 

We  are  fortunate  to  have  a  second  panel  of  distinguished  wit- 
nesses representing  the  administration.  First,  I  am  pleased  to  in- 
troduce Dr.  David  Satcher,  Surgeon  General  of  the  United  States. 
He  is  only  the  second  person  to  hold  that  office  while  also  holding 
the  position  of  Assistant  Secretary  for  Health.  We  had  a  little  argu- 
ment over  that  way  back,  but  fortunately,  it  all  got  worked  out.  Dr. 
Satcher  serves  as  senior  advisor  on  public  health  matters  and  is  di- 
rector of  the  OfRce  of  Public  Health  in  Science. 

Dr.  Satcher,  why  don't  you  proceed  with  your  statement,  and  I 
will  introduce  Ms.  Thurman  when  you  have  concluded. 

STATEMENTS  OF  HON.  DAVID  SATCHER,  SURGEON  GENERAL 
OF  THE  UNITED  STATES,  AND  ASSISTANT  SECRETARY  OF 
HEALTH,  DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES, 
U.S.  PUBLIC  HEALTH  SERVICES;  AND  SANDRA  THURMAN,  DI- 
RECTOR, OFFICE  OF  NATIONAL  AIDS  POLICY,  WASHINGTON, 
DC 

Dr.  Satcher.  Thank  you  very  much,  Senator  Jeffords.  I  am  de- 
lighted to  be  here  today,  and  I  appreciate  your  leadership  in  this 
area. 

I  am  pleased  to  speak  about  the  Ryan  White  CARE  Act,  and  I 
am  going  to  be  brief.  You  have  asked  me  to  limit  my  remarks  to 
5  minutes,  and  I  have  submitted  full  written  testimony  and  would 
be  happy  to  respond  to  any  questions. 

We  appreciate  your  willingness  to  call  this  hearing  to  allow  us 
to  highlight  the  importance  of  the  Act  and  the  critical  role  which 
we  think  it  plays  in  our  public  health  response  to  HIV/AIDS  in  this 
country.  We  are  also  grateful  for  the  leadership  that  you  and  the 
ranking  members.  Senator  Kennedy,  Senator  Frist  and  others, 
have  played. 

Since  its  inception  in  1990,  the  myriad  of  programs  under  the 
Ryan  White  CAKE  Act  have  assisted  us  in  reaching  those  people 
who  most  need  help,  engaging  them  in  systems  of  care  and  increas- 
ing life  and  really  enhancing  the  quality  of  life  for  those  living  with 
HIV/AIDS. 
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The  Department  is  ver>^  committed  to  this  program  and  its  reau- 
thorization, and  it  is  a  very  high  priority  for  us.  We  look  forward 
to  working  with  you  to  achieve  that. 

Data  concerning  the  epidemic  are  covered  in  great  detail  in  the 
written  testimony.  What  I  want  to  provide  in  my  brief  time  today 
is  1)  the  role  the  program  has  played  in  fighting  the  epidemic;  2) 
the  changing  dynamics  of  the  epidemic;  and  3)  why  it  is  so  impor- 
tant to  continue  our  response. 

The  Ryan  WTiite  CARE  Act  has  afforded  us  the  ability  to  develop 
much-needed  systems  of  care — systems  that  have  largely  been  re- 
sponsible for  the  marked  drop  in  morbidity  and  mortality  we  have 
witnessed  in  the  last  9  years.  A  decade  ago  when  the  CARE  Act 
first  started,  it  was  out  of  an  urgent  need  for  hospital  care  for  peo- 
ple who  were  critically  ill  and  dying  of  AIDS.  Too  few  people  who 
needed  care  were  seeking  it,  too  few  points  of  service  were  avail- 
able to  those  who  did  seek  care,  and  finally,  too  many  people  wait- 
ed until  they  were  in  need  of  critical  care  and  used  emergency 
rooms  and  clinics  to  fulfill  their  needs,  both  of  which  were  inad- 
equate to  handle  the  need. 

Today,  thanks  to  the  Ryan  White  CARE  Act,  a  total  of  51  metro- 
politan areas  and  50  States  plus  Territories  provide  essential  medi- 
cal serv^ices  and  social  support  services  to  half  a  million  people  in- 
fected with  HIV.  It  has  served  as  the  safety  net  provider  of  medical 
and  social  services  for  individuals  with  HIV. 

In  the  past  decade  since  the  CARE  Act  was  started,  we  have 
seen  much  progress.  The  number  of  new  HIV  infections  has  sta- 
bilized at  40,000  annually — and  I  agree  that  that  is  far  too  many, 
but  compared  to  what  has  happened  in  other  countries,  the  fact 
that  we  have  now  stabilized  the  number  and  will  now  move  rapidly 
to  decrease  it  is,  I  think,  of  great  importance. 

And  as  you  know,  the  development  of  fullblown  cases  of  AIDS 
has  decreased  significantly,  and  the  number  of  deaths  from  AIDS 
has  also  decreased. 

I  want  to  speak  briefly  about  the  challenge  of  the  changing  epi- 
demic, because  our  work  is  far  from  over,  and  in  some  ways,  it  is 
growing  more  complex.  One  reason  for  the  added  complexity  is  the 
sheer  volume  of  cases.  We  estimate  that  there  are  between  625,000 
and  900,000  people  living  with  HIV/AIDS  in  the  United  States. 
One-third  of  them  we  feel  know  that  they  have  it  and  are  in  care; 
one-third  know  it  but  are  not  in  care;  and  the  other  one-third  do 
not  know  that  they  are  infected. 

Another  reason  is  that  the  AIDS  population  is  changing.  I  often 
point  out  that  when  this  epidemic  started  in  the  early  eighties,  we 
viewed  it  as  primarily  a  white,  gay  male  disease,  that  that  was  the 
predominant  group  affected.  That  is  no  longer  true.  Even  if  you 
compare  1976  and  look  at  the  cases  reported  to  the  CDC  in  that 
year  even,  25  percent  of  persons  with  a  new  diagnosis  of  AIDS 
were  African  Americans,  14  percent  were  Hispanic,  and  only  8  per- 
cent were  women.  Last  year,  however,  45  percent  of  new  cases 
were  African  American,  22  percent  Hispanic,  and  23  percent  were 
women.  And  if  you  look  at  the  younger  age  group,  between  13  and 
24,  there  has  been  even  more  of  a  shift  in  terms  of  African  Ameri- 
cans, Hispanics,  and  females. 
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Another  reason  for  this  added  complexity  is  that  we  are  deaUng 
with  a  harder-to-reach  population.  I  think  that  that  point  really 
needs  to  be  made  here  today.  Many  of  those  who  have  not  sought 
care  fall  into  the  category  of  the  most  vulnerable  among  us,  includ- 
ing persons  with  addictive  or  mental  health  disorders,  people  who 
are  homeless,  and  people  who  are  very  poor.  These  populations 
often  have  comorbidities  that  make  treating  them  an  even  greater 
challenge.  So  we  are  dealing  with  a  different  population  with  this 
disease. 

In  fact,  all  of  this  adds  up  to  a  gaping  problem  of  disparities. 
That  is  why,  2  years  ago,  the  Department  was  led  to  include  HIV/ 
AIDS  as  one  of  the  six  focus  areas  for  eliminating  disparities  in 
health  based  on  race  and  ethnicity.  We  also  included  it  as  one  of 
the  two  main  goals  of  Healthy  People  2010 — ^the  Nation's  health 
agenda  for  the  next  10  years.  Both  initiatives  have  as  their  goal  to 
close  the  gap  on  disparities  by  2010  through  an  emphasis  on  pre- 
vention. But  in  order  to  close  the  gap,  we  have  some  major  chal- 
lenges. We  believe  that  involving  people  in  a  system  of  care  signifi- 
cantly increases  our  ability  to  prevent  the  spread  of  this  disease. 

Where  do  we  go  from  here?  Among  our  greatest  challenges  are 
to  improve  and  expand  access  to  care,  but  also  to  improve  the  qual- 
ity of  care,  and  there  are  some  major  problems  in  terms  of  the 
quality  of  care  that  people  receive  in  underserved  communities.  We 
also  need  to  enhance  the  service  capacity  in  underserved  urban  and 
rural  areas  in  this  country. 

Access  to  quality  health  care  is  a  major  barrier.  It  is  very  clear 
that  we  will  never  control  or  prevent  the  spread  of  this  epidemic 
until  we  are  better  able  to  enter  and  retain  people,  especially  vul- 
nerable people,  in  systems  of  care.  In  the  Public  Health  Service,  we 
operate  on  the  premise  that  to  the  extent  we  respond  to  the  health 
needs  of  the  most  vulnerable  among  us,  we  actually  do  the  most 
to  promote  the  health  of  the  Nation. 

But  we  must  also  build  upon  the  system  of  community-based 
medical  care  and  support  services  that  Ryan  White  has  dem- 
onstrated so  well,  engaging  them  with  creative  strategies  that  will 
help  reduce  the  stigma  that  surrounds  the  epidemic. 

In  conclusion,  Mr.  Chairman,  the  Ryan  White  program  has  been 
effective  in  both  rural  and  urban  communities,  but  not  effective 
enough.  We  need  to  continue  to  improve.  We  look  forward  to  work- 
ing with  Congress  and  others  to  enact  a  reauthorized  CARE  Act 
that  can  benefit  all  Americans  with  HIV. 

It  was  Henry  Kaiser  who  said,  "Problems  are  often  opportunities 
in  work  clothes."  Today,  with  deliberate  action  and  with  the  reau- 
thorization of  the  CARE  Act,  I  think  we  have  a  golden  opportunity 
to  dramatically  alter  this  epidemic. 

Thank  you. 

The  Chairman.  Thank  you  very  much. 

[The  prepared  statement  of  Dr.  Satcher  may  be  found  in  addi- 
tional material.] 

The  Chairman.  Next,  I  am  happy  to  introduce  Sandra  Thurman, 
Director  of  the  Office  of  National  AIDS  Policy  at  the  White  House, 
a  position  to  which  she  was  appointed  in  1997.  Ms.  Thurman  has 
spent  nearly  20  years  working  as  an  advocate  for  those  with  AIDS, 
taking  a  leadership  role  in  this  area  at  the  local,  State,  and  Federal 
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levels.  She  is  one  of  the  primary  experts  on  AIDS-related  issues, 
having  been  a  founding  members  of  Cities  Advocating  Emergency 
AIDS  Relief  and  having  served  as  a  member  of  the  Presidential  Ad- 
visory Council  on  HIV/AIDS. 

Ms.  Thurman,  we  look  forward  to  hearing  your  testimony.  Please 
proceed. 

Ms.  Thurman.  Thank  you,  Mr.  Chairman. 

It  is  with  mixed  emotions  that  I  appear  before  you  today.  More 
than  10  years  ago  when  we  embarked  on  this  journey  together,  we 
had  all  hoped  that  this  hearing  would  not  be  necessary,  and  we 
yearned  to  believe  that  a  decade  of  slow  but  steady  progress  would 
produce  a  vaccine  or  a  cure,  or  that  prevention  efforts  would  reduce 
the  rate  of  new  infections  to  nearly  none. 

The  fact  of  the  matter  is  that  while  we  have  much  to  celebrate 
today,  our  Surgeon  Greneral  has  just  reminded  us  that  the  AIDS 
epidemic  is  far  from  over,  and  in  many  ways,  our  job  now  grows 
more  difficult  as  HIV  and  AIDS  moves  into  traditionally  very  hard- 
to-reach  populations  of  women  and  young  people  and  people  of 
color  and  the  poor. 

HIV  and  AIDS  has  touched  communities  in  each  and  every  State 
across  the  country,  and  in  big  cities  and  rural  towns,  AIDS  contin- 
ues to  devastate  individuals  and  families,  leaving  them  impover- 
ished and  suffering  and  in  dire  need  of  medical  care  and  support. 

It  is  for  this  reason  and  a  host  of  others  that  I  come  to  offer  the 
strongest  possible  support  from  the  President  and  the  administra- 
tion for  this  committee's  bipartisan  effort  to  reauthorize  the  Ryan 
White  CARE  Act. 

Since  its  inception,  the  CARE  Act  has  literally  been  a  lifeline  for 
hundreds  of  thousands  of  Americans,  and  over  the  years  I  have  had 
the  privilege  to  witness  its  programs  at  work  from  a  variety  of  dif- 
ferent vantage  points.  As  executive  director  of  AID  Atlanta,  the  old- 
est and  largest  AIDS  service  organization  in  the  South,  I  was  hon- 
ored to  work  with  this  committee  in  1989  on  the  development  of 
this  vitally  important  legislation,  and  as  a  recipient  of  Title  I  and 
Title  II  Ryan  White  CARE  Act  funds,  I  was  proud  to  testify  before 
this  committee  in  1993  on  the  successes  already  taking  hold  as  a 
result  of  your  thoughtful  action. 

And  now,  as  director  of  the  White  House  Office  of  National  AIDS 
Policy,  I  am  pleased  to  be  able  to  come  before  you  again  as  we 
chart  our  course  forward,  one  which  seeks  to  make  a  great  effort 
even  better. 

The  CARE  Act  has  become  a  model  of  health  care  delivery  not 
only  in  the  United  States  but  around  the  world,  as  a  shining  exam- 
ple of  the  good  that  can  come  from  collaboration,  coordination  and 
concerted  action. 

The  CARE  Act  has  brought  together  Republicans  and  Democrats, 
cities  and  States,  hospitals  and  community-based  organizations, 
providers,  and  people  living  with  AIDS,  and  the  results  are  a  real 
tribute  to  the  power  of  public-private  partnerships.  It  has  created 
a  continuum  of  care  that  is  both  compassionate  and  cost-effective — 
one  that  saves  both  money  and  lives. 

The  CARE  Act  taken  as  a  whole  stitches  together  a  tapestry  of 
services  that  enables  us  not  only  to  respond  to  locally-driven  needs, 
but  to  reflect  the  ever  changing  face  of  the  epidemic. 
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Title  I,  as  has  been  mentioned,  focuses  on  the  cities  hardest  hit 
by  the  epidemic. 

Title  II  acknowledges  that  this  epidemic  has  no  geographic 
boundaries.  This  Title  has  enabled  all  the  States  to  develop  consor- 
tia and  systems  of  care  that  respond  uniquely  to  the  people  in 
those  States. 

Title  III  helps  to  make  primary  care  and  early  intervention  serv- 
ices available  to  particularly  vulnerable  populations  both  in  rural 
and  urban  communities. 

Title  IV  focuses  on  the  unique  needs  of  women  and  children  and 
families  affected  by  AIDS. 

And  Title  V  allows  for  special  projects  of  national  significance, 
acting  as  a  laboratory  for  the  development  of  new,  improved  AIDS 
care  strategies. 

But  this  Act  is  so  much  more  than  the  sum  of  its  parts.  As  a 
whole,  it  serves  individuals  and  families  in  the  most  efficient  and 
effective  way  possible.  It  is  not  a  one-size-fits-all  program.  The 
CARE  Act  gives  each  State  and  community  the  flexibility  they  need 
to 'weave  together  a  means  of  caring  for  their  own  in  a  manner  that 
is  tailored  to  indigenous  strengths  and  circumstances. 

When  the  CARE  Act  was  originally  created,  we  were  sadly  un- 
able to  do  much  for  those  who  were  sick — and  many  of  the  services 
provided  were  designed  to  help  people  die  with  dignity.  Thankfully, 
much  has  changed  in  this  decade. 

The  CARE  Act  now  is  solidly  about  living  with  HIV  and  AIDS. 
Since  the  last  reauthorization,  biomedical  research  has  brought 
hope  and  renewed  optimism  with  the  discovery  of  protease  inhibi- 
tors and  combination  therapies.  But  without  the  CARE  Act,  these 
cutting-edge  therapies  would  have  been  about  as  accessible  in 
Selma  or  the  South  Bronx  as  they  are  today  in  South  Africa.  The 
CARE  Act  has  made  the  promise  of  biomedical  research  a  reality 
in  the  lives  of  people  living  with  HIV  and  AIDS  in  every  comer  of 
this  country. 

Last  year  alone,  approximately  100,000  people  living  with  HIV 
and  AIDS  received  access  to  drug  therapy  because  of  the  CARE 
Act.  This  is  particularly  important  given  that  half  the  people 
served  by  the  CARE  Act  have  family  incomes  of  less  than  $10,000 
a  year,  and  the  average  drug  cocktails  cost  about  $12,000  annually. 

And  we  all  know  very  well  that  drugs  alone  are  not  enough.  Pri- 
mary care  and  support  services  are  vital  to  ensuring  both  access 
and  adherence  to  these  very  complex  drug  therapies.  It  is  this  com- 
prehensive package  of  essential  services  that  the  CARE  Act  pro- 
vides, and  with  very  impressive  results. 

The  CARE  Act  has  helped  to  reduce  the  frequency  and  length  of 
stay  of  expensive  inpatient  hospital  days  by  30  percent;  it  has 
helped  to  reduce  AIDS  mortality  by  70  percent;  it  has  helped  to  re- 
duce mother-to-child  transmission  by  75  percent;  and  it  has  greatly 
enhanced  both  the  length  and  quality  of  life  for  people  living  with 
AIDS. 

According  to  a  study  done  by  the  National  Center  for  Health  Sta- 
tistics, between  1995  and  1997,  the  Nation  has  seen  a  30  percent 
decline  in  HIV-related  hospitalizations,  resulting  in  nearly  one  mil- 
lion fewer  HIV-related  hospital  days.  That  represents  a  savings  of 


17 


more  than  $1  billion,  money  much  more  effectively  invested  in  ena- 
bling people  with  HIV  to  live  healthier  and  more  productive  lives. 

These  positive  outcomes  highlight  why  the  Ryan  White  CARE 
Act  reauthorization  is  so  imperative.  We  stand  at  a  very  critical 
juncture  in  this  pandemic,  and  we  just  make  sure  that  the  success 
of  the  CARE  Act  does  not  breed  complacency,  but  constructive  ac- 
tion. Increasingly,  the  AIDS  epidemic  in  the  United  States  par- 
allels the  pandemic  globally,  with  more  and  more  disenfranchised 
people  caught  in  the  crossfire. 

Last  year,  the  CARE  Act  served  an  estimated  half  million  people 
living  with  HIV  and  AIDS,  and  affected  the  lives  of  millions  more. 
Nearly  6  of  10  of  those  people  were  poor.  They  were  also  five  times 
more  likely  to  be  uninsured  than  those  receiving  care  elsewhere; 
nearly  three  times  more  likely  to  be  African  American;  and  more 
than  50  percent  more  likely  to  be  women. 

Clearly,  the  CARE  Act  has  followed  the  path  paved  by  this  epi- 
demic. But  challenges  remain  as  HIV  and  AIDS  moves  deeper  into 
underserved  communities  already  plagued  by  poverty,  by  homeless- 
ness,  by  substance  abuse,  and  all  of  that  in  the  midst  of  treatment 
demands  and  costs  which  continue  to  rise. 

I  am  heartened  to  see  that  the  committee's  bipartisan  reauthor- 
ization effort  currently  being  developed  is  designed  to  re-tool  and 
upgrade  the  existing  CARE  Act  mechanisms  to  expand  access  to  es- 
sential services,  particularly  for  vulnerable  populations,  to  improve 
the  quality  of  care,  and  to  increase  the  accountability  of  the  overall 
program. 

Surgeon  General  Satcher  has  talked  at  length  about  existing 
health  disparities,  and  this  administration  is  firmly  committed  to 
moving  on  multiple  fronts  to  eliminate  these  disparities.  Certainly 
the  CARE  Act  has  a  vitally  important  role  to  play  in  that  effort. 

I  applaud  the  committee  for  moving  forward  on  proposals  which 
increase  program  planning  and  responsiveness;  create  better  CARE 
Act  provider  linkages  with  emergency  rooms,  drug  treatment  pro- 
grams, and  other  places  where  people  in  need  may  enter  a  system 
of  CARE;  develop  capacity  to  deliver  essential  services  in  very 
hard-to-reach  rural  and  urban  communities;  create  an  incentive 
fund  in  the  drug  reimbursement  program  to  help  remove  existing 
barriers  to  drug  therapy;  and  move  toward  a  more  performance- 
based,  outcome-oriented  system. 

I  believe  that  these  program  enhancements,  built  on  the  CARE 
Act's  firm  foundation,  will  lead  this  vital  effort — and  the  millions 
of  lives  who  depend  on  it — safely  into  the  future.  We  in  the  admin- 
istration look  forward  to  working  closely  with  all  of  you  to  secure 
the  reauthorization  of  this  landmark  legislation. 

In  1990,  shortly  after  Ryan  White's  death,  this  committee  chose 
to  build  a  legacy  in  his  name.  In  doing  so,  the  committee  report 
read:  "By  dedicating  this  legislation  to  Ryan,  the  committee  affirms 
its  commitment  to  provide  care,  compassion,  and  understanding  to 
people  with  AIDS  ever3rwhere.  Ryan  would  have  expected  no  less." 

Mr.  Chairman  and  members  of  the  committee,  Ryan  White 
changed  our  world — and  so  has  your  gift  to  all  of  us  in  his  name. 
As  Reverend  Dr.  Martin  Luther  King  once  said:  "Everyone  can  be 
great,  because  anybody  can  serve.  You  do  not  have  to  know  about 
Plato  and  Aristotle  to  serve.  You  do  not  have  to  know  Einstein's 
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theory  of  relativity  to  serve.  You  do  not  need  to  know  the  second 
theory  of  thermodynamics  to  serve.  You  only  need  a  heart  full  of 
grace  and  a  soul  generated  by  love." 

Mr.  Chairman,  this  committee  has  demonstrated  a  heart  full  of 
grace  in  formulating,  passing,  and  now  sustaining  the  Ryan  White 
CARE  Act.  It  is  an  act  of  service  to  people  living  with  HIV  and 
AIDS  and  to  all  enduring  American  family  values,  and  to  good  gov- 
ernment at  its  best. 

Thank  you  very  much. 

The  Chairman.  Thank  you  both  for  very  excellent  statements. 
[The  prepared  statement  of  Ms.  Thurman  may  be  found  in  addi- 
tional material.] 

The  Chairman.  I  am  going  to  defer  questioning  because  our  first 
witnesses  scheduled  for  today  is  here. 

Orrin,  welcome.  We  deeply  appreciate  your  presence  and  will  ask 
you  stay  as  long  as  you  want  to  ask  questions  if  you  so  wish. 

Please  proceed. 

STATEMENT  OF  HON.  ORRIN  HATCH,  A  U.S.  SENATOR  FROM 
THE  STATE  OF  UTAH 

Senator  Hatch.  Thank  you,  Mr.  Chairman. 

I  am  happy  to  see  you,  Ms.  Thurman,  and  you,  Dr.  Satcher,  and 
I  am  very  pleased  to  see  you,  Ms.  White.  If  you  will  recall,  it  was 
on  the  floor  when  I  looked  up  at  you  and  said  we  ought  to  call  this 
the  Ryan  White  bill,  and  that  is  how  it  was  named  the  Ryan  White 
bill. 

I  have  to  say  that  whenever  I  come  into  this  room,  I  have  many 
fond  memories — I  have  that  are  not  so  fond,  too,  by  the  way — but 
let  me  say  that  I  have  fewer  fonder  memories  in  my  18  years  as 
a  member  of  this  committee  than  of  the  many  discussions  and  de- 
bates that  led  to  the  enactment  of  the  Ryan  White  CARE  Act  back 
in  1990. 

I  commend  you,  Mr.  Chairman,  and  the  other  members  of  the 
committee,  for  holding  this  very  important  hearing  today  on  the  re- 
authorization of  the  Ryan  White  CARE  Act.  The  1990  law  has  al- 
ready been  reauthorized  once,  and  I  am  pleased  to  remind  everyone 
that  in  1996,  the  Ryan  White  law  passed  unanimously  in  the 
House. 

While  some  of  the  early  Ryan  White  CARE  Act  hearings,  mark- 
ups and  floor  debates  had  a  measure  of  controversy,  a  strong  bipar- 
tisanship has  been  formed  to  create  and  foster  the  Ryan  White  Act. 
And  even  though  this  is  an  election  year,  with  very  limited  legisla- 
tive days,  it  is  my  hope  that  we  can  retain  the  spirit  of  bipartisan- 
ship that  has  characterized  the  Ryan  White  CARE  Act  since  it  was 
passed  in  August  of  1990. 

Let  me  just  take  a  moment  to  explain  why  this  $1.6  billion  pro- 
gram enjoys  such  strong  political  and  public  support.  The  answer 
is  simple:  The  Ryan  White  CARE  Act  works,  as  you  have  been  say- 
ing, Ms.  Thurman.  Since  the  beginning  of  the  epidemic,  over 
700,000  Americans  have  been  afflicted  with  AIDS,  including  nearly 
2,000  of  my  fellow  citizens  of  Utah.  The  Ryan  White  CARE  Act  pro- 
vides an  array  of  services  for  600,000  to  900,000  Americans  who 
are  HIV-infected. 
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In  my  view,  the  local  planning  and  decisionmaking  required  by 
the  Ryan  White  CARE  Act  is  a  key  to  this  program's  success.  And 
while  there  will  always  be  quibbles  about  funding  formulas,  there 
should  be  no  question  about  the  partnership  among  the  Federal 
Government,  the  States,  the  cities,  and  the  many  nonprofit  commu- 
nity organizations  and  service  providers.  Those  partnerships  have 
been  a  great  success. 

I  am  happy  to  leave  the  hard  work  and  inexact  science  of  propos- 
ing adjustments  to  these  formulas  to  individuals  who  possess  the 
wisdom  of  Solomon,  like  my  friends.  Chairman  Jeffords  and  rank- 
ing member  Kennedy — as  long  as  Utah  gets  its  fair  share.  [Laugh- 
ter.] But  seriously,  I  share  the  view  of  Chairman  Jeffords  that  we 
need  to  look  closely  at  the  special  problems  of  underserved  rural 
communities. 

My  main  message  here  today  is  one  of  the  need  for  continued  bi- 
partisanship. We  are  talking  about  a  disease  that  can  ravage  both 
families  and  communities.  It  does  not  know  race,  ethnicity,  age, 
gender,  or  income.  In  this  regard,  I  wish  to  commend  Senator  Frist 
for  the  hearing  held  last  week  to  look  into  the  devastation  that 
AIDS  is  causing  in  Sub-Saharan  Africa.  I  intend  to  be  part  of  help- 
ing to  resolve  those  problems  as  well.  We  are  a  great  Nation,  and 
we  should  be  doing  what  we  can. 

While  the  AIDS  epidemic  can  leave  behind  a  terrible  cost  in  lost 
lives,  disability  and  unfulfilled  dreams,  the  struggle  against  this 
disease  can  be  ennobling.  I  am  very  pleased  today  that  we  are  for- 
tunate to  have  with  us  Ms.  Jeanne  White,  Ryan's  mother. 

I  remember  1  day  on  the  Senate  floor,  the  debate  on  the  bill  was 
bogged  down,  and  things  were  not  going  too  well,  and  there  was 
even  talk  about  pulling  the  bill  down.  I  looked  up  in  the  visitors' 
gallery  at  Jeanne  White,  and  she  gave  me  a  look  that  said:  Keep 
on  fighting. 

It  was  at  that  moment  that  we  decided  to  change  the  name  of 
the  bill  to  the  "Ryan  White  CARE  Act."  Frankly,  I  think  this 
change  helped  to  gain  the  support  necessary  to  pass  the  bill.  So 
your  son,  Jeanne,  played  a  significant,  pivotal  role  in  having  this 
bill  passed  and  helping  literally  hundreds  of  thousands  of  people. 

By  literally  putting  a  human  face  on  this  legislation,  the  Amer- 
ican public  and  Members  of  the  Senate  could  more  easily  see  what 
this  bill  was  all  about — helping  people  who  need  our  help.  And  that 
is  what  the  Ryan  White  CARE  Act  does.  So  I  urge  this  committee 
to  keep  up  the  tradition  of  bipartisan  support  that  this  program 
has  deservedly  earned,  and  I  support  its  reauthorization. 

Let  me  just  say  this.  I  have  some  difficulties  with  mandatory 
testing.  I  really  think  it  should  be  voluntary,  and  I  think  it  is  work- 
ing quite  well,  and  I  hope  that  we  will  keep  it  voluntary,  at  least 
for  now.  That  is  my  particular  point  of  view,  because  there  are  all 
kinds  of  cross-currents  here  that  have  to  be  resolved,  and  they  are 
not  easily  resolved.  And  to  make  it  mandatory  is  not  only  more  ex- 
pensive than  it  needs  to  be,  but  it  is  really  basically  unnecessary 
under  current  circumstances.  I  hope  that  you  two  at  the  table 
agree  with  me  on  that. 

I  have  been  asked  how  can  we  strengthen  the  Ryan  White  CARE 
Act.  Well,  let  me  just  say  this.  We  need  to  rededicate  our  efforts 
to  see  that  those  individuals  infected  with  HIV  who  are  not  getting 
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care  can  take  advantage  of  the  Ryan  White  CARE  Act  activities. 
Specifically,  I  am  concerned,  as  I  mentioned  in  my  remarks,  about 
the  problems  of  underserved  rural  and  urban  areas.  For  States  like 
Utah  and  Vermont,  the  physical  distance  between  infected  individ- 
uals in  outlying  areas  and  the  cities  where  services  are  available 
can  be  a  huge  barrier  to  care.  Even  in  the  most  heavily-populated 
urban  areas,  the  journey  from  one  neighborhood  to  an  adjacent 
neighborhood  may  represent  a  gulf  as  deep  as  the  Grand  Canyon. 

Also,  as  the  program  continues  to  mature,  I  believe  that  any 
steps  that  you  can  make  to  increase  program  accountability  would 
serve  the  interests  of  the  public  that  the  Ryan  White  CARE  Act 
serves. 

Finally,  I  hope  the  public  health  community  will  help  Congress 
think  about  how  best  to  integrate  Ryan  White  activities  with  ef- 
forts to  combat  other  related  infectious  disease  epidemics  like  hepa- 
titis B,  C,  and  TB.  We  have  got  to  be  concerned  about  those  areas 
as  well. 

I  hope  I  have  added  something  to  this,  Mr.  Chairman.  I  certainly 
appreciate  your  efforts,  as  well  as  the  efforts  of  our  Democrat 
friends,  Patty  Murray  in  particular,  and  the  efforts  of  those  of  you 
who  are  doing  such  an  excellent  job  in  the  Federal  Government. 
Without  you,  we  would  not  be  nearly  as  far  along  as  we  are  today. 
All  too  often,  we  criticize  the  Federal  Government  and  the  bureauc- 
racies that  sometimes  seem  to  be  impediments  to  getting  things 
done,  but  literally,  in  this  area,  I  think  you  have  done  a  terrific  job, 
and  I  just  want  to  personally  give  you  my  heartfelt  thanks. 

Thank  you,  Mr.  Chairman. 

The  Chairman.  Thank  you.  Senator  Hatch.  I  know  you  have  a 
busy  schedule;  I  would  invite  you,  though,  to  stay  as  long  as  you 
like  to  participate. 

Senator  Hatch.  Thank  you.  It  has  been  a  great  honor,  but  I  do 
have  to  leave.  I  really  wish  you  all  well,  and  let  us  get  this  done. 

The  Chairman.  Thank  you. 

Senator  Murray,  I  am  glad  to  have  you  here.  You  are  one  of  my 
most  faithful  attendees. 

Senator  Murray.  Thank  you,  Mr.  Chairman. 

The  Chairman.  Senator  Murray  and  I  will  now  go  to  questioning. 

Dr.  Satcher,  it  is  clear  that  more  needs  to  be  done  if  we  are  going 
to  stop  the  spread  of  this  disease.  Dr.  Coburn  made  some  good 
points  about  the  importance  of  HIV  prevention.  What  has  been 
done  to  address  the  transmission  of  HIV  from  mother  to  child,  and 
what  other  prevention  activities  are  underway  that  address  Dr. 
Coburn's  concerns? 

Dr.  Satcher.  I  think  the  effort  to  reduce  the  transmission  from 
mother  to  child  is  certainly  one  of  our  greatest  success  stories  with 
this  epidemic.  We  have  reduced  the  spread  by  about  75  percent 
since  1994-1995,  and  that  continues — even  though,  as  you  know, 
when  you  get  to  a  certain  point,  you  are  dealing  with  the  most  vul- 
nerable populations;  you  are  dealing  with  women  who  are  less  like- 
ly to  have  prenatal  care.  So  it  is  true  that  it  gets  more  difficult, 
and  we  have  to  redouble  our  efforts. 

The  Ryan  White  Act  is  important  because  it  allows  us  to  target 
those  populations  better  than  we  have  been  able  to  in  the  past,  so 
we  anticipate  that  our  success  in  that  area  will  continue. 
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Over  90  percent  of  women  who  are  delivering  today  are  being  of- 
fered testing  and  counseling,  and  very  few  of  them  refuse.  Of  the 
10  percent  who  refuse,  3  percent  have  already  had  it,  and  the  rea- 
son for  refusal  of  the  other  7  percent  is  not  clear,  and  we  are  obvi- 
ously targeting  that  population. 

We  are  also  trying  hard  to  strengthen  not  only  our  education, 
motivation,  and  mobilization  programs  to  change  behaviors — and  I 
must  say  that  when  I  came  into  this  position,  as  you  probably 
know,  I  was  critical,  for  example,  of  the  role  that  the  Church  was 
or  was  not  playing,  especially  the  black  Church  and  some  of  the 
leadership.  I  think  that  that  has  changed  considerably.  In  the  last 
couple  of  years,  we  have  seen  dramatic  leadership  by  churches  and 
communities.  The  NAACP  now  has  a  major  program. 

So  I  think  we  are  very  close  to  getting  off  the  dime  in  terms  of 
the  fact  that  we  have  been  stable  in  terms  of  40,000  new  cases  a 
year,  but  with  the  renewed  effort  that  we  are  seeing  and  the  ag- 
gressive efforts  in  communities,  we  expect  that  number  to  begin  to 
go  down. 

I  agree  with  Congressman  Coburn  that  prevention  should  be  a 
priority,  and  we  are  looking  for  every  way  to  make  sure  that  it  is. 
However,  you  cannot  have  effective  prevention  programs  if  you  do 
not  have  systems  of  care.  They  actually  go  together.  Being  able  to 
contain  people  with  the  disease  in  a  system  of  care  expedites  our 
ability  to  control  the  spread  of  this  virus,  but  it  also  creates  an  atti- 
tude in  the  community  that  we  are  not  just  out  to  target  people 
and  label  them  and  discriminate  them,  but  that  we  care  about  peo- 
ple who  are  positive.  And  when  people  know  that,  because  they  see 
systems  of  care  like  Ryan  White,  it  helps  us  in  our  efforts  to  pre- 
vent the  spread  of  this  disease. 

So  we  need  to  do  both  of  these  things,  and  we  will  be  doing  them 
both  much  more  aggressively  as  time  goes  by. 

The  Chairman.  Dr.  Satcher,  there  has  been  discussion  of  moving 
from  a  count  of  living  AIDS  cases  to  actual  HIV  reporting  as  a 
means  of  tracking  the  HIV  epidemic.  Do  you  have  any  ideas  about 
incentives  that  we  could  provide  to  help  the  States  move  more  rap- 
idly toward  a  system  of  HIV  reporting? 

Dr.  Satcher.  I  am  sorry  that  Senator  Harkin  had  to  leave,  be- 
cause he  raised  the  issue  of  name  reporting.  As  you  know,  there 
are  around  33  States  that  have  name  reporting  today,  and  other 
States  will  have  name  reporting.  Some  other  States  have  what  we 
call  unique  identifiers;  they  report  new  HIV  infections,  but  they  do 
not  do  it  by  name. 

I  think  it  would  be  great  if  every  State  could  have  name  report- 
ing, and  I  think  that  in  order  to  achieve  that,  we  have  to  find  a 
way  to  deal  with  the  fear  that  people  have  in  this  country  about 
what  happens  to  their  names,  even  when  those  names  are  in  the 
context  of  a  public  health  system  that  is  supposed  to  be  confiden- 
tial. I  think  if  we  could  come  up  with  a  system  that  would  guaran- 
tee people  that  they  would  not  be  discriminated  against  because 
their  name  is  on  a  list  as  being  HIV-positive,  that  they  would  not 
be  at  risk  of  losing  their  jobs  or  what-have-you,  then,  I  think  we 
could  have  universal  name  reporting.  But  this  is  not  like  other  sex- 
ually-transmitted diseases  in  terms  of  the  implications  and  history 
of  discrimination  and  so  on,  and  that  is  what  we  are  struggling 
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with.  We  are  fearful  that  mandatory  testing  and  name  reporting 
would  in  fact  work  against  us  in  terms  of  people  coming  to  be  test- 
ed. 

The  Chairman.  As  you  have  explained,  the  AIDS  epidemic  con- 
tinues to  spread  rapidly  in  minority  communities.  How  is  the 
CARE  Act  adapting  to  assist  these  communities  in  addressing  their 
health  needs?  Please  describe  how  the  initiative  undertaken 
through  the  Congressional  Black  Caucus  is  being  integrated  with 
the  broader  Ryan  White  programs. 

Dr.  Satcher.  Let  me  just  say  that  I  think  the  Ryan  White  CARE 
Act  has  certainly  been  more  effective  than  most  efforts  in  reaching 
minority  communities,  and  certainly,  the  majority  of  people  served 
by  the  Act  are  African  Americans  and  Hispanics.  However,  there 
are  still  people  in  the  inner  cities  and  rural  communities  that  we 
are  not  successful  in  reaching,  because  as  you  know,  in  addition  to 
the  fact  that  this  epidemic  is  increasingly  becoming  an  epidemic  of 
people  of  color  and  women  and  the  young,  it  is  also  becoming  in- 
creasingly an  epidemic  of  people  who  tend  to  be  outside  the  sys- 
tem— ^the  most  vulnerable,  addicted  to  drugs,  very  poor,  mentally 
ill.  We  are  struggling  with  all  of  those  issues  now,  as  we  try  to  get 
this  under  control  and  get  people  into  care. 

So  the  Ryan  White  CAilE  Act  can  improve  in  that  area,  we 
think,  and  one  of  the  things  that  we  are  committed  to  doing  is 
working  toward  doing  a  better  job  targeting. 

Congressional  Black  Caucus  funds  have  been  very  helpful  be- 
cause they  are  specifically  set  up  to  ask,  how  can  the  Grovemment 
do  a  better  job  of  getting  its  resources  to  those  communities  that 
tend  to  be  left  out,  and  how  can  we  even  send  crisis  response  teams 
into  communities  so  we  can  help  people  develop  programs,  because 
those  communities  need  them  the  most.  I  think  it  has  added  a  lot 
in  that  regard,  so  it  will  help  us  better  utilize  our  Ryan  White 
CARE  Act  funds  in  the  future  than  in  the  past,  because  it  is  devel- 
oping programs  in  communities  and  among  people  where  they  have 
not  been  before. 

The  Chairman.  Ms.  Thurman,  we  heard  from  Dr.  Cobum  today 
about  the  growing  rate  of  infection  among  women.  Why  are  women 
continuing  to  experience  such  high  rates  of  infection,  and  how  can 
the  CARE  Act  improve  services  for  women  with  HIV/AIDS  and 
help  reduce  the  incidence  of  further  infection? 

Ms.  Thurman.  Again,  more  often  than  not,  the  women  we  are 
seeing  becoming  infected  today  are  disenfranchised — they  are  poor, 
they  are  women  of  color — and  I  think  it  speaks  to  what  the  Sur- 
geon General  has  spoken  about  before  and  looking  at  health  dis- 
parities in  general  in  this  country  for  women,  for  people  of  color, 
and  for  poor  people.  Certainly,  women  are  more  at  risk  in  this 
country  now  and  around  the  world;  we  see  more  women  becoming 
infected  now  in  many  parts  of  the  world  than  men.  But  we  do  have 
to  target  programs  to  women  in  ways  that  we  have  not  before.  We 
have  to  be  more  creative.  We  have  to  integrate  services  that  are 
now  being  provided  to  women  to  include  HIV  and  AIDS  services  as 
part  of  looking  at  how  the  Ryan  White  CARE  Act  can  dovetail  with 
existing  programs  for  women  and  children  and  families. 

So  I  think  it  forces  us  to  be  more  creative  than  we  have  been  in 
the  past  and  to  target  women  in  different  ways.  When  we  talk 
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about  prevention,  the  kinds  of  messages  that  we  would  target  to- 
ward gay  men  would  not  necessarily  be  the  kinds  of  messages  that 
we  would  use  to  target  women,  so  CDC  is  looking  at  very  creative 
ways  of  targeting  women  with  prevention  messages  in  the  commu- 
nities where  they  leave.  Again,  I  think  we  are  talking  about  having 
to  be  more  creative  than  we  have  ever  had  to  be  before,  not  only 
in  reaching  women,  but  other  vulnerable  populations  as  well. 

The  Chairman.  In  your  statement,  you  discuss  care  linkages 
with  points  of  entry  into  the  health  care  system.  What  are  some 
examples  of  these  points  of  entry,  and  why  is  it  so  important  to  es- 
tablish these  linkages? 

Ms.  Thurman.  Now,  we  see  increasing  numbers  of  women,  as 
you  have  just  mentioned,  infected  with  AIDS;  we  see  increasing 
numbers  of  substance  abusers  infected  with  AIDS,  and  increasing 
numbers  of  young  people.  Those  people  will  enter  a  system  of  care 
in  different  ways  than  our  traditional  clients  have  entered  care — 
for  instance,  through  a  drug  treatment  program,  through  a  youth 
program,  through  a  women's  program  or  a  maternal  or  child  care 
program.  We  have  to  make  sure  that  all  of  these  programs  are 
linking  up  with  existing  Ryan  White  services.  That  is  what  is  so 
important  about  our  planning  councils  and  the  fact  that  we  have 
representatives  from  the  mental  health  community  and  from  other 
communities  serving  on  the  planning  councils  and  consortia,  so 
that  when  communities  look  at  the  needs  of  their  particular  popu- 
lations, they  can  make  sure  that  they  are  targeting  funds  and  inte- 
grating these  services  so  they  are  seamless.  Certainly,  we  have 
gaps,  and  we  need  to  look  at  existing  gaps  when  we  talk  about  re- 
authorizing the  bill,  but  the  CARE  Act  is  designed  for  the  very  pur- 
pose of  connecting  in  a  way  that  makes  these  programs  seamless, 
and  the  participation  of  all  those  providers  is  supporting  that. 

The  Chairman.  Thank  you. 

Senator  Murray? 

Senator  Murray.  Thank  you  very  much,  Mr.  Chairman,  for  hav- 
ing this  hearing  and  for  putting  reauthorization  of  the  Ryan  White 
CARE  Act  as  a  high  priority  of  this  committee  and  doing  it  in  a 
bipartisan  way.  I  think  it  is  extremely  important,  and  I  really  ap- 
preciate your  leadership  over  the  years  on  this  issue. 

I  think  it  is  incredible  that  we  have  come  as  far  as  we  have.  Cer- 
tainly, back  in  1992-1993,  no  one  expected  us  to  be  as  optimistic 
as  we  are,  and  I  think  Ryan  White  has  done  a  tremendous  amount 
across  the  country  and  in  many  local  communities  to  really  provide 
a  focus  on  the  whole  person  rather  than  just  the  disease  and  to 
really  bring  about  a  lot  of  good  changes.  Obviously,  we  have  more 
challenges  ahead  of  us — I  wish  we  did  not;  Ms.  Thurman,  like  you 
said,  I  wish  we  could  have  cured  this  disease  by  now — but  I  think 
we  have  come  a  long  way,  and  this  is  an  excellent  time  to  look  at 
where  we  are  now  and  how  we  can  reauthorize  this  Act  to  take 
care  of  the  issues  that  are  new  and  different  from  8  years  ago. 

I  especially  want  to  thank  Jeanne  White,  too,  for  her  tremendous 
leadership  and  compassion  and  for  remaining  a  real  champion  and 
a  voice  for  families  who  cannot  be  here  in  this  room  today.  We  real- 
ly appreciate  it. 

I  do  have  a  question,  and  Ms.  Thurman,  you  sort  of  mentioned 
it  in  passing,  and  it  has  to  do  with  people  whom  we  really  need 
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to  be  looking  at  today  that  we  were  not  thinking  so  much  about  8 
years  ago.  I  was  recently  contacted  by  a  community  health  clinic 
in  Yakima,  WA,  which  is  a  fairly  rural  farming  community,  who 
told  me  that  they  had  seen  a  300  percent  increase  in  the  number 
of  Hispanic  women  with  HIV.  To  me,  that  was  just  overwhelming, 
and  I  think  it  focuses  us  on — as  you  were  just  talking  about — how 
do  we  reach  communities  that  we  may  not  have  been  talking  to  be- 
fore. You  said  that  we  need  to  be  creative.  What  are  we  looking 
at — cultural  differences,  language  differences,  different  points  of 
entry — and  how  do  we  go  about  dealing  with  that? 

Ms.  Thurman.  All  of  the  above.  I  think  that  our  challenge  at  this 
point  in  the  epidemic  is  go  to  back  and  re-tool  all  of  our  existing 
prevention  programs  and  all  of  our  existing  service  delivery  pro- 
grams across  the  spectrum  to  include  HIV  and  AIDS  as  part  of 
their  delivery. 

One  of  the  challenges  of  responding  to  an  epidemic  is  that  we 
tend  to  sort  of  run  on  a  parallel  track  where  you  target  the  group 
that  is  first  most  effected.  Now,  we  have  to  be  much  more  broad 
in  our  outreach  to  people,  on  both  the  prevention  front  and  th^  care 
front,  and  include  these  messages  and  tailor-make  them.  This  is 
not  a  one-size-fits-all  epidemic.  We  have  got  to  tailor  messages  di- 
rected particularly  to  Spanish-speaking  women.  We  have  to  direct 
messages  to  people  in  inner-city  African  American  communities. 
We  have  to  target  people  in  farming  communities.  Those  messages 
are  all  very  different,  and  those  cultures  are  all  very  different.  We 
are  a  homogenized  society,  and  we  have  got  to  spend  a  lot  of  time, 
and  are  spending  time  now,  looking  at  our  prevention  messages  to 
see  how  we  can  do  better. 

It  is  not  acceptable  that  we  have  not  had  a  decrease  in  new  infec- 
tions over  the  last  decade.  We  are  right  at  40,000  a  year.  There  is 
something  wrong  with  that,  and  we  are  taking  a  good,  hard  look 
at  it,  and  I  think  it  is  everybody's  responsibility  to  come  up  with 
some  solutions  that  make  sense. 

Again,  it  goes  back  to  the  health  disparities.  We  are  adding  in- 
sult to  injury  here.  We  have  had  problems  delivering  services  to 
women  historically.  We  have  had  problems  delivering  services  to 
minority  communities  historically.  And  when  you  put  an  epidemic 
like  this  on  top  of  it,  you  have  got  real  problems. 

Senator  Murray.  And  rural  communities. 

Ms.  Thurman.  And  the  rural  communities.  So  you  have  a  lot  of 
problems.  But  if  forces  us  to  look  not  only  at  how  we  deliver  AIDS 
services  but  at  how  we  deliver  health  care  services  across  the 
board.  It  is  an  infrastructure  challenge  if  we  do  not  have  infra- 
structure to  deliver  appropriate  services. 

Senator  Murray.  It  is  the  same  population  that  we  have  trouble 
getting  moms  to  come  in  and  get  immunizations. 

Ms.  Thurman.  Exactly.  It  is  the  same  thing,  yes. 

Senator  Murray.  Dr.  Satcher,  do  you  have  anything  to  add  to 
that? 

Dr.  Satcher.  I  agree  completely  with  Sandy.  Our  system  is  chal- 
lenged by  the  most  vulnerable  among  us,  and  ultimately,  it  is  no 
better  than  our  ability  to  reach  those  populations.  So  our  position 
is  that  if  we  cannot  be  successful  at  reaching  the  most  vulnerable 
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populations,  then  our  system  of  public  health  and  medicine  is  not 
successful. 

Ryan  White  has  helped  significantly  in  that,  but  we  have  to  keep 
coming  up  with  innovative  strategies. 

Senator  MURRAY.  And  I  would  assume  those  are  more  costly  to 
reach  because  with  different  languages,  different  areas,  it  is  not 
just  one  message;  is  that  correct? 

Ms.  Thurman.  That  is  correct,  and  I  think  it  is  a  good  point  to 
make  on  the  importance  of  the  Ryan  White  CARE  Act.  The  fact  of 
the  matter  is  that  these  programs  that  are  already  struggling  to 
reach  these  hard-to-reach  populations  would  absolutely  collapse 
under  the  weight  of  an  epidemic  like  this  if  we  did  not  have  a  Ryan 
White  CARE  Act. 

Dr.  Satcher.  But  it  is  also  costly  when  we  do  not  reach  them, 
in  different  ways — we  pay. 

Senator  Murray.  That  is  right. 

One  of  the  real  strengths  of  the  Ryan  White  CARE  Act  has  been 
that  it  has  offered  a  truly  local  response,  and  I  think  that  that  is 
important,  and  we  need  to  keep  going  down  that  road.  But  as  a  re- 
sult of  that,  there  are  some  growing  disparities  in  service  in  dif- 
ferent regions. 

In  my  home  State  of  Washington,  particularly  in  King  County, 
they  have  done  an  excellent  job,  but  I  know  there  are  other  commu- 
nities that  do  not  have  that  same  level  of  effort  and  commitment. 
How  can  we  reward  those  States  and  communities  that  are  doing 
the  right  thing,  but  still  provide  some  necessary  incentives  to  those 
communities  that  are  not  doing  that?  I  do  not  want  to  penalize 
Washington  State  and  King  County  for  how  far  they  have  come, 
but  I  want  to  make  sure  that,  for  those  communities  that  have  not 
stepped  up  to  the  mark,  we  somehow  make  them  do  that. 

Do  you  have  any  thoughts  on  that? 

Dr.  Satcher.  For  one  thing,  it  is  important  to  know  why  those 
communities  have  not  stepped  up.  I  think  one  of  the  values  of  the 
Congressional  Black  Caucus  initiative,  and  increasingly,  the  His- 
panic initiative,  is  recognizing  that  some  communities  are  better 
prepared  in  terms  of  infrastructure  to  step  up  and  take  advantage 
of  opportunities  and  challenges  than  others. 

What  we  are  doing — and  I  do  not  think  we  have  ever  done  it  this 
well  before — is  really  finding  ways  to  better  target  those  commu- 
nities that  have  more  difficulty  organizing  an  effort,  whether  it  is 
prevention  or  care. 

Ms.  Thurman.  I  think  we  can  also  look  at,  and  I  think  the  com- 
mittee is  considering,  a  set-aside  under  the  ADAP  Program  for 
States  that  have  not  been  as  generous  in  their  Medicaid  programs 
to  provide  drugs  to  people  living  with  HIV  and  AIDS.  I  think  those 
are  the  kinds  of  incentives  that  we  need  to  look  at  to  make  sure 
that  States  are  responding  appropriately. 

And  I  do  want  to  congratulate  you  on  your  great  program  in 
King  County,  Senator  Murray;  it  is  a  model. 

Senator  Murray.  Thank  you. 

Thank  you,  Mr.  Chairman. 

The  Chairman.  Thank  you,  Senator  Murray. 

Senator  Wellstone? 

Senator  Wellstone.  Thank  you,  Mr.  Chairman. 
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I  would  like  to  apologize  for  being  late.  Nothing  is  more  impor- 
tant than  anything  else,  and  sometimes  there  are  several  things 
going  on  at  the  same  time,  and  it  drives  you  nuts. 

One  thing  I  want  to  say  right  away  to  you.  Dr.  Satcher,  and  to 
you,  Ms.  Thurman,  is  that  I  have  noticed,  traveling  around  the 
country,  a  horrible  and  a  false  dichotomy.  A  very  high  percentage 
of  young  people  in  school  are  involved  in  community  service,  but 
when  it  comes  to  public  service  or  political  service,  they  view  com- 
munity service  as  good,  and  they  view  public  service  as  disrepu- 
table. I  think  the  two  of  you  give  public  service  a  great  name.  I  ab- 
solutely honor  your  work. 

I  want  to  say  to  you.  Dr.  Satcher,  that  mental  health  work  is 
very  important  to  me — in  fact,  we  are  going  to  have  a  hearing  on 
the  Mental  Health  Equitable  Treatment  Act  that  the  chairman  is 
putting  together  for  Senator  Domenici  and  me,  and  your  report, 
which  also  deals  with  depression  and  suicide  among  children  and 
young  people — in  our  State,  the  second  leading  killer  of  young  peo- 
ple— ^you  have  no  idea  how  important  it  has  been  to  organizations 
like  SAVE  and  other  organizations  which  are  in  the  spirit  of  Ms. 
White— families  that  have  had  the  courage  to  step  forward.  Thank 
you  for  your  great  leadership. 

Dr.  Satcher.  I  appreciate  it.  We  have  some  idea,  because  all  of 
our  initial  copies  are  gone;  we  are  in  the  second  printing.  That  has 
never  happened  before. 

Senator  Wellstone.  That  is  great. 

I  want  to  follow  up  on  Senator  Murray's  question.  I  feel  like  this 
is  also  an  example  of  a  public  policy  that  has  worked;  I  think  it 
has  made  a  real  difference.  We  have  some  new  populations,  and 
with  that  comes  some  new  challenges — the  correctional  population 
would  be  but  one  example — and  you  might  want  to  talk  some  about 
the  challenges  there,  and  I  would  invite  you  to  do  that. 

In  the  rural  areas — ^in  Minnesota,  we  have  some  great  programs 
and  an  incredible  community  that  is  very  empowered  and  does  a 
lot  of  work  in  our  States — ^but  I  keep  hearing  also  about  the  prob- 
lem of  outreach,  about  the  problem  of  people  being  isolated,  about 
the  problem  of  really  getting  the  care.  So  I  gather  that  both  of  you 
as  you  think  about  this  would  support  the  use  of  outreach  activities 
or  early  intervention  funds,  especially  in  our  rural  communities. 
That  is  a  Minnesota  question.  I  am  all  for  moving  reauthorization 
forward,  and  I  know  everybody  else  is,  but  am  I  right? 

Dr.  Satcher.  Yes,  and  I  think  it  is  really  what  the  Ryan  White 
CARE  Act  is  all  about,  allowing  us  to  do  that  better  than  we  have 
in  the  past. 

Senator  Wellstone.  Are  you  ready  for  another  Minnesota  ques- 
tion? This  is  a  little  more  difficult  question.  We  have  really  been 
shafted  on  the  Medicare  reimbursement  rate.  It  is  a  disaster.  We 
held  our  costs  down,  and  therefore  the  reimbursement  is  horrible. 

When  we  go  through  reauthorization,  there  is  the  whole  question 
of  severity  of  need  which  determines  the  amount  of  dollars,  and  one 
of  the  factors  that  contributes  to  the  barriers  is  the  Medicare  reim- 
bursement rating,  getting  the  care  to  people.  I  would  ask  you  if  you 
would  consider  recommending  that  Medicare  reimbursement  in  the 
State  uses  a  factor  in  determining  severity  of  need.  In  other  words, 
when  you  have  such  a  low  rate,  and  it  cuts  down  on  the  providers 
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being  able  to  provide  the  care  and  people  getting  care,  would  you 
at  least  consider  that  being  built  into  severity  of  need? 

Dr.  Satcher.  The  Ryan  White  CARE  Act  allows  us  to  look  spe- 
cifically at  different  needs  in  terms  of  States  and  those  51  local 
communities,  and  if  there  is  a  problem  within  a  State,  I  think  is 
allows  us  to  develop  a  planning  strategy,  and  we  are  recommending 
more  planning  money  to  say  what  do  we  need  to  change  in  that 
State  to  expedite  getting  the  care  to  the  people  who  need  it. 

Senator  Wellstone.  I  would  like  to  work  with  you  on  that,  and 
I  am  sure,  Mr.  Chairman,  some  other  Senators  from  States  that 
are  in  this  position  would  want  to  do  that  as  well. 

Dr.  Satcher.  And  Senator,  I  appreciate  your  points  about  the 
correctional  population,  because  we  have  not  talked  about  that 
problem. 

Senator  Wellstone.  I  was  going  to  ask  you  that  right  now.  In 
your  own  words,  where  do  you  see  some  of  the  real  challenges  now? 
We  all  celebrate  the  accomplishments.  Let  us  start  with  some  of 
the  populations  that  are  the  toughest  to  reach,  and  maybe  we  will 
start  with  the  corrections  population. 

Dr.  Satcher.  The  prison  population  in  this  country  has  grown  so 
rapidly  in  the  last  few  years,  and  we  know  that  the  AIDS  rate  in 
the  prisons  is  something  like  eight  times  greater  than  in  the  gen- 
eral population.  We  have  not  done  a  good  job  of  developing  a  co- 
ordinated system  of  care  and  infectious  disease  prevention  and  con- 
trol that  deals  with  people  when  they  are  in  prison  and  when  they 
get  out,  whether  it  is  TB  or  AIDS  or  whatever. 

We  are  working  very  closely  with  that  now.  CDC  has  some  spe- 
cific programs  that  target  correctional  institutions.  We  have  a  lot 
to  do  there,  but  we  are  committed  to  it,  and  I  think  the  Ryan  White 
CARE  Act  will  help  us  there. 

Ms.  Thurman.  I  would  like  to  add  to  that,  though,  that  I  think 
we  really  have  to  deal  more  aggressively  with  denial  in  Federal, 
State  and  local  corrections  systems  about  the  kinds  of  activities 
that  need  to  be  addressed  inside  the  walls  of  correctional  institu- 
tions. It  is  like  the  denial  that  we  see  in  a  lot  of  other  communities. 
So  that  structurally,  while  CDC  certainly  needs  to  and  is  doing  a 
great  job  working  with  individual  correctional  institutions,  I  think 
this  is  a  place  where  we  need  to  look  at  systemwide  challenges  on 
a  long-term  basis,  not  necessarily  in  the  context  just  of  Ryan 
White,  but  overall. 

Senator  Wellstone.  I  thank  the  two  of  you. 

Michael,  hello.  I  am  looking  right  at  you. 

Thank  you,  Mr.  Chairman. 

The  Chairman.  Thank  you  both  very  much,  and  as  always,  we 
reserve  the  right  to  pepper  you  with  written  questions  for  your  re- 
sponse. 

Thank  you  very  much. 

Ms.  Thurman.  Thank  you,  Mr.  Chairman. 

Dr.  Satcher.  Thank  you. 

The  Chairman.  Next,  I  am  privileged  to  introduce  Ms.  Jeanne 
White,  national  spokesperson  for  the  Ryan  White  Project,  AIDS  Ac- 
tion, a  position  she  assumed  last  September.  Ms.  White  is  founder 
and  former  president  of  the  Ryan  White  Foundation,  which  she  es- 
tablished following  the  death  of  her  son  Ryan,  who  died  of  AIDS 
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in  1990.  Her  son's  personal  struggle  against  the  discrimination  af- 
fecting those  living  with  HIV/AIDS  led  to  her  public  advocacy  work. 
Ms.  White  was  instrumental  in  making  the  Ryan  White  CAEE  Act 
a  reality.  In  addition,  she  has  served  on  the  boards  of  several  na- 
tional AIDS  organizations. 

Ms.  White,  we  are  pleased  to  have  you  with  us. 

Ms.  White.  Thank  you. 

The  Chairman.  We  also  welcome  Ms.  Lori-San  Clark  of  Hyde 
Park,  MA  where  she  lives  with  her  two  sons.  Having  been  diag- 
nosed in  1991,  Ms.  Clark  has  gone  to  Fenway  Community  Health 
Center  in  Boston  for  about  10  years.  She  is  well-qualified  to  speak 
about  the  issues  of  access,  support,  and  care  at  a  community  health 
center. 

Ms.  Clark,  thank  you  very  much  for  being  with  us  this  morning 
to  share  your  experiences;  we  look  forward  to  your  testimony. 
Ms.  White,  please  proceed. 

STATEMENTS  OF  JEANNE  WHITE,  NATIONAL  SPOKESPERSON, 
RYAN  WHITE  AIDS  PROJECT,  AIDS  ACTION,  WASHINGTON, 
DC;  AND  LORI-SAN  CLARK,  HYDE  PARK,  MA 

Ms.  White.  Good  morning,  Mr.  Chairman,  Senator  Kennedy,  and 
distinguished  members  of  the  committee. 

My  name  is  Jeanne  White.  I  am  the  mother  of  two  beautiful  chil- 
dren— my  daughter,  Andrea,  and  my  late  son,  Ryan  White. 

On  behalf  of  Ryan,  AIDS  Action,  and  the  men,  women,  and  chil- 
dren and  families  affected  by  this  deadly  disease,  I  am  here  to 
thank  the  United  States  Congress  for  your  support  of  the  Ryan 
White  CARE  Act. 

As  I  walked  into  the  hearing  room  this  morning,  it  brought  me 
back  to  about  10  years  ago.  Nineteen  ninety  was  a  very  difficult 
year  for  my  family.  My  son  Ryan  was  in  the  fight  of  his  life  against 
the  HIV  disease  which  he  had  contracted  as  a  result  of  the  Factor 
8  used  to  treat  his  hemophilia.  Across  the  Nation,  families  like 
mine  were  hoping  against  hope  for  a  miracle  to  end  this  dreadful 
disease. 

Shortly  before  my  son  passed  away  in  1990,  Senator  Kennedy 
contacted  me  about  naming  a  bill  after  my  son  called  the  CARE 
Act.  A  few  days  later,  Ryan  died.  All  my  hopes  of  Ryan  beating  the 
odds,  finding  the  cure,  and  praying  for  miracles  were  gone.  The 
whys  and  hows  could  not  be  answered.  I  remember  feeling  de- 
pressed. I  wanted  to  cry  and  feel  sorry  for  myself.  But  I  had  a  pow- 
erful support  team  that  was  not  about  to  let  me  be  silent. 

Senator  Kennedy  called  to  try  to  get  me  to  come  to  Washington, 
DC  to  urge  Congress  to  pass  the  newly-named  Ryan  White  CARE 
Act.  It  helps  individuals  living  with  HIV  and  AIDS  with  nowhere 
else  to  turn. 

If  you  have  ever  lost  a  loved  one,  you  know  how  painful  and 
draining  it  can  be.  Senators  Kennedy  and  Hatch  told  me  that  I 
should  not  be  afraid,  that  I  was  a  mom,  talking  to  people  about 
what  it  was  like  to  watch  my  child  live  and  die  from  HIV  and 
AIDS.  They  said,  "We  have  23  Senators  lined  up  for  you." 

I  was  very,  very  reluctant,  because  I  felt  like  I  was  not  smart 
enough;  I  felt  like  I  was  not  a  strong  enough  person.  I  was  con- 
cerned that  I  might  hurt  the  cause  instead  of  help  it. 
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But  Senator  Hatch  reassured  me.  He  said,  'Tou  are  a  strong 
woman.  You  represent  the  voices  of  mothers.  I  know  you  can  do  it." 

I  then  thought  of  something  that  Ryan  had  said  that  gave  me  the 
strength  to  come  to  Capitol  Hill.  He  said,  "I  am  not  afraid  of  dying, 
Mom.  It  is  how  you  live  your  life  that  counts." 

If  Ryan  had  not  been  afraid  of  dying,  then  how  in  the  world 
could  I  be  afraid  of  23  Senators? 

Well,  I  went  to  Washington,  and  I  really  did  not  feel  like  I  did 
great,  but  for  the  first  time,  I  felt  like  just  maybe  I  could  continue 
Ryan's  mission  of  helping  people  with  HIV  and  AIDS. 

I  hope  that  trip  to  Washington  helped  pass  the  original  CARE 
Act.  I  hope  it  helped  in  giving  back  something  to  all  the  wonderful 
people  who  stood  by  us  and  helped  us  in  our  struggle.  So  many 
sons  and  daughters  have  died.  Ryan  would  want  us  to  help  those 
who  are  alive  today.  He  would  want  us  to  provide  the  treatments 
that  he  did  not  live  long  enough  to  benefit  from. 

The  legacy  that  my  loving,  understanding,  wise  son  has  left  me 
is  this:  We  must  do  everything  we  can  to  help  each  and  every  per- 
son who  has  HIV  and  AIDS.  I  am  so  honored  that  the  Congress 
named  this  bill  after  my  son  Ryan.  My  boy  once  said  to  me:  "Mom, 
I  want  to  be  the  first  kid  with  AIDS  to  speak  out,  fight  back,  and 
win." 

Members  of  this  committee,  my  son  gave  me  the  courage  to  con- 
tinue this  battle,  to  fight  until  no  mother  has  to  feel  the  pain  and 
the  loss  of  a  child  to  AIDS.  While  this  legislation  could  never  re- 
place my  son  or  the  emptiness  I  feel  today  from  that  loss,  I  am 
happy  that  a  program  named  after  Ryan  has  benefited  hundreds 
and  thousands  of  men,  women,  children,  and  families  living  with 
HIV  and  AIDS. 

Even  in  this  bright  era  of  hope,  it  sometimes  seems  like  the 
darkest  days  are  still  among  us.  UrJbrtunately,  others  still  face  the 
fear,  the  pain,  the  discrimination  that  Ryan  knew,  oh,  so  well.  I 
witnessed  first-hand  the  ravages  of  this  disease.  I  know  the  terrible 
toll  that  HIV  and  AIDS  has  taken  on  mothers,  fathers,  and  defi- 
nitely sisters  and  brothers,  grandmas  and  grandpas  everywhere. 

Ryan  was  a  "mover  and  a  shaker."  He  was  the  first  national 
voice  on  AIDS.  He  was  strong,  but  he  was  still  a  boy,  and  he  was 
my  boy.  Sometimes  a  mother  just  wants  to  reach  out  and  do  what 
moms  do  best — make  everything  better.  I  tried,  but  as  his  health 
deteriorated,  it  became  clear  that  a  mother's  love  would  not  save 
him  from  this  disease.  The  doctors  told  me  that  Ryan  had  only  3 
months  to  live,  and  he  lived  for  5-V2  years.  I  am  very,  very  grateful 
for  every  moment  of  the  18  years  I  shared  with  my  son  Ryan. 

The  CARE  Act  makes  real  dreams  of  compassion  for  people  living 
with  this  disease.  It  provides  care,  drugs,  and  services  to  those  who 
face  the  struggles,  as  my  late  son  Ryan.  Ryan  never  understood 
those  who  wanted  to  deny  care  to  people  with  AIDS.  Now  the 
CARE  Act  ensure  that  more  people  have  access  to  care  and  serv- 
ices. 

This  disease  affects  all  kinds  of  people — ^black,  white,  brown, 
young,  old,  rich,  and  poor,  and  yes.  Republican  and  Democrat.  We 
must  make  sure  that  this  program  stays  strong,  that  the  people  liv- 
ing with  HIV  and  AIDS  can  live  as  long  as  possible. 
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As  a  mother  dedicated  to  seeing  that  our  sons  and  daughters  Hv- 
ing  with  HIV  are  taken  care  of,  I  urge  you  to  reauthorize  the  Ryan 
White  CARE  Act.  It  is  what  Ryan  would  want  us  to  do.  And  yes, 
we  ask  about  miracles.  I  think  the  Ryan  White  CARE  Act  has 
given  small  miracles  to  a  lot  of  people. 

Thank  you. 

The  Chairman.  Thank  you.  That  was  a  very  moving  statement, 
and  I  cannot  tell  you  how  important  Ryan's  name  has  been  in  put- 
ting a  whole  new  face  and  new  understanding  of  the  epidemic  of 
AIDS  and  HIV.  We  thank  you  for  your  continued  leadership,  and 
I  will  have  a  question  or  two  later. 

[The  prepared  statement  of  Ms.  White  may  be  found  in  addi- 
tional material.] 

The  Chairman.  Ms.  Clark,  thank  you  for  coming  today  to  share 
your  story  with  us.  As  a  person  living  with  HIV  infection,  we  want 
to  better  understand  how  it  is,  so  please  proceed. 

Ms.  Clark.  Good  morning,  Mr.  Chairman,  Senator  Kennedy,  and 
members  of  the  committee. 

My  name  is  Lori.  I  am  36  years  old,  and  I  am  the  proud  mother 
of  two  beautiful  boys,  one  of  whom  is  in  college,  and  the  other  is 
an  all-American  teenager. 

My  life  has  been  a  patchwork  of  experiences.  I  have  had  my  ups 
and  downs.  I  have  worked  in  sales,  retail,  computers,  and  tech- 
nology. I  have  been  on  welfare.  I  am  educated,  but  I  have  done  a 
lot  of  dumb  things.  More  or  less,  I  think  of  myself  as  a  pretty  typi- 
cal American  woman. 

As  a  single  mother,  I  face  the  challenges  of  raising  my  children 
in  a  scary  world,  but  I  am  doing  my  best — sharing  my  life's  experi- 
ences with  them  and  hoping  to  get  them  started  on  the  right  path. 

I  am  here  today  to  talk  with  you  about  one  aspect  of  my  life  that 
my  sons  do  not  know  about,  and  that  is  the  fact  that  I  am  HIV- 
positive.  In  1991,  after  reading  a  lot  about  African  American 
women  being  unknowingly  infected  with  HIV,  I  became  very  con- 
cerned about  my  own  health.  Deep  down,  I  had  a  nagging  suspicion 
that  I  might  be  one  of  these  women.  I  had  had  unprotected  sex  for 
most  of  my  entire  adult  life. 

This  seems  crazy  now,  but  at  the  time,  I  did  not  believe  that 
AIDS  could  happen  to  me.  Like  many  women  my  age,  particularly 
African  American  women,  we  thought  it  was  "a  gay  thing." 

Unfortunately,  on  February  8,  1991,  my  test  came  back  positive. 
I  was  devastated.  It  was  the  most  devastating  thing  to  find  out  my 
worst  fear  had  come  true — that  HIV-positive  equals  death.  In  fact, 
I  thought  I  would  die  right  away. 

My  first  reaction  was  not  about  me — it  was  about  my  two  boys. 
Who  would  raise  them,  how  would  they  manage  without  me,  and 
how  would  this  affect  their  emerging  lives?  You  cannot  imagine  the 
horror  and  fear  of  a  mother  who  has  to  face  the  fact  that  she  may 
die  and  not  be  able  to  raise  her  children  and  be  there  for  them. 

My  concern  for  my  children  so  overwhelmed  me  that  I  did  not 
seek  any  medical  care  for  nearly  4  months.  In  1991,  there  really 
was  not  much  medical  treatment  available  for  people  with  HIV. 
The  outlook  was  very  grim.  My  life  was  rapidly  coming  to  an  end, 
my  family  would  be  in  jeopardy,  and  I  was  paralyzed. 
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Somewhere,  by  the  grace  of  Grod,  I  found  a  lifeline  in  the  Fenway 
Community  Health  Center.  What  brought  me  to  their  door  in  1991, 
I  do  not  know.  I  had  lived  in  the  neighborhood  for  many  years,  and 
frankly,  I  thought  it  was  a  gay  center.  But  from  the  moment  I 
walked  through  the  door  to  seek  my  HIV  test,  they  welcomed  me 
warmly,  assured  me  the  process  was  confidential,  and  counseled 
me  that  regardless  of  the  results,  there  were  things  that  could  and 
should  be  done  to  assist  me. 

It  is  not  an  exaggeration  when  I  tell  you  that  without  Fenway, 
I  would  be  dead  today.  They  literally  saved  my  life.  For  the  past 
9  years,  Fenway  has  been  my  sole  source  of  medical  care  and  men- 
tal health  support.  Even  my  medicine  comes  from  them.  These  past 
few  years,  every  aspect  of  my  life  has  been  assisted  by  Fenway. 
They  have  an  amazing  group  of  doctors,  nurses,  counselors,  volun- 
teers, case  managers,  and  they  are  always  available. 

AIDS  drugs  are  helping  lots  of  people,  but  they  are  very  powerful 
and  need  to  be  monitored  closely.  I  know  that  at  Fenway,  they  are 
paying  a  lot  of  attention  to  these  details  that  are  too  much  for  me 
to  handle. 

I  could  go  on  and  on  about  the  wonderful  things  they  have  done 
for  me  and  some  of  the  little  details  that  they  take  care  of  for  me, 
but  it  would  take  an  entire  day.  Let  me  just  say  that  if  it  were  not 
for  this  wonderful  bill  called  Ryan  White,  Fenway  could  not  have 
been  there  for  me  and  offered  the  services  that  have  kept  my  life 
going  for  the  past  9  years. 

As  Senators,  you  know  all  the  laws  by  numbers  and  details.  I  do 
not  know  anything  about  that.  What  I  do  know,  and  I  want  you 
to  know,  is  that  this  law  is  a  miracle  for  people  like  me. 

Life  can  be  rough.  As  I  was  learning  to  manage  my  HIV,  and  as 
my  doctors  were  finding  out  more  and  better  ways  to  keep  me 
healthy,  another  bomb  was  dropped.  In  1996,  just  as  the  new  AIDS 
drugs  began  to  become  available,  my  doctors  at  Fenway  suggested 
that  I  enter  a  clinical  trial  to  see  if  some  of  the  new  drugs  could 
help  me. 

After  a  series  of  routine  blood  tests,  my  doctors  informed  me  that 
my  kidneys  were  failing  and  that  my  life  was  again  in  jeopardy.  My 
first  thought  was:  My  God — it  is  taking  over  my  body  and  shutting 
it  down.  Just  as  I  started  to  have  some  hope,  the  bottom  fell  out. 

Needless  to  say,  experimental  AIDS  treatments  were  now  off-lim- 
its, and  my  only  hope  was  dialysis.  In  1997,  I  started  dialysis  and 
remain  on  it  today. 

To  date,  I  have  been  on  and  off  three  different  AIDS  drug  com- 
binations. I  am  hoping  we  have  finally  found  one  that  works  for 
me,  but  there  are  no  guarantees. 

My  medical  life  is  complicated,  and  the  only  way  it  all  hangs  to- 
gether is  because  I  have  a  wonderful  care  team  at  Fenway  that 
makes  sure  all  the  information  is  shared  with  everyone  who  needs 
it.  One  mistake,  and  my  life  could  slip  suddenly  away.  Living  with 
this  fact  is  not  easy,  but  it  is  bearable  when  services  like  those  in 
Ryan  White  are  given  by  professionals  like  my  doctor,  Nancy  Nor- 
man, at  Fenway. 

I  used  to  live  in  the  Fenway  area  for  nearly  18  years.  Now  we 
have  moved,  and  I  live  nearly  20  way,  but  I  still  go  back  for  all 
my  medical  needs — they  are  my  lifeline.  On  a  day-to-day  basis,  I 
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focus  on  living.  I  am  working  in  retail,  raising  my  sons,  living  with 
my  mother  and  managing  my  illness,  and  that  is  a  big  change  for 
me. 

A  few  years  ago,  I  was  paralyzed  with  the  fear  of  dying.  The  bot- 
tom line  is  I  could  not  do  it  alone.  Ryan  White  CARE  services  help 
me  stay  alive  and  are  the  only  things  that  make  the  quality  of  this 
precious  life  I  have  worth  living. 

When  you  go  to  work  deciding  whether  to  keep  this  law  alive,  re- 
member me — my  name  is  Lori— and  know  that  if  the  law  stays 
alive,  then  maybe,  just  maybe,  I  might,  too. 

I  thank  you  for  this  honor  to  talk  with  you  today,  and  please  re- 
authorize the  CARE  bill  now. 

[The  prepared  statement  of  Ms.  Clark  may  be  found  in  additional 
material.] 

The  Chairman.  Thank  you,  Lori,  for  a  most  moving  statement. 
Senator  Wellstone.  It  was  beautiful. 

The  Chairman.  Our  hearts  go  out  to  you,  and  we  thank  you  for 
having  the  courage  to  come  here  and  express  yourself  as  eloquently 
and  as  well  as  you  have.  I  am  deeply  moved  by  your  statement, 
and  you  have  certainly  helped  us  all  understand  better  what  it  is 
like  to  face  the  problems  that  you  have  faced. 

Senator  Wellstone.  Mr.  Chairman,  can  I  say  thank  you,  too? 

The  Chairman.  Yes. 

Senator  Wellstone.  Thank  you  very  much. 

The  Chairman.  Jeanne,  thank  you  so  much  for  coming  in  to  talk 
with  us  today  about  your  continuing  efforts  doing  what  you  have 
done  to  help  us  in  this  very  difficult  area.  You,  more  than  anyone 
else,  know  this  program.  Are  changes  needed  in  the  Act  which  will 
improve  access  to  services? 

Ms.  White.  I  think  we  definitely  need  to  see  some  changes  as  the 
epidemic  grows,  especially  in  rural  communities,  as  well  as  low-in- 
come families,  and  I  think  the  needs  of  women  also  need  to  be  ad- 
dressed. So  I  think  it  is  an  ongoing  battle  from  1984,  when  my  son 
was  diagnosed  and  we  were  under  the  misconception  that  kissing, 
tears,  sweat  and  saliva  spread  AIDS.  I  think  we  have  come  a  long 
way.  We  definitely  know  we  have  come  a  long  way  in  treatment, 
but  it  has  been  a  slow  process.  There  had  to  be  education  on  AIDS 
to  begin  with,  and  then  we  had  to  erase  the  stigrna  that  it  was  a 
gay  and  I.V.  drug  user  disease.  We  had  to  convince  people  that 
anybody  could  get  this  disease,  that  it  was  everybody's  disease. 
And  we  had  to  continue  from  there  and  continue  to  work  on  drug 
treatment. 

So  I  think  we  have  overcome  a  lot  of  obstacles  since  1990  when 
Ryan  died  and  the  naming  of  the  CARE  bill,  but  it  is  an  ongoing 
change  as  we  look  at  the  disease  and  see  what  needs  to  be 
changed. 

The  Chairman.  How  can  we  help  people  with  HIV  to  seek  care 
earlier? 

Ms.  White.  I  like  to  say,  as  Ryan  said,  let  us  make  it  a  disease, 
not  a  dirty  word.  I  think  we  have  to  make  people  realize  that  this 
is  a  disease  and  that  it  affects  everyone,  and  that  we  do  not  want 
future  generations  to  have  to  face  this  disease.  And  I  think  we 
have  to  encourage  people  who  are  sexually  active  to  get  tested.  I 
think  that  is  a  prevention  measure  to  wipe  out  this  disease  to  en- 
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courage  everyone,  if  you  have  multiple  sexual  partners,  to  get  test- 
ed for  this  disease. 

The  Chairman.  I  understand  from  your  testimony  that  early  and 
aggressive  treatment  is  so  important. 

Ms.  White.  Oh,  yes,  definitely — but  the  sooner  you  know  you 
have  HIV,  the  sooner  you  can  get  on  drugs  and  make  your  life 
more  bearable,  believe  me,  and  be  able  to  live  longer. 

The  Chairman.  Lori,  thanks  again  for  coming.  As  a  person  living 
with  HIV  infection,  do  you  find  that  support  services  like  case  man- 
agement and  transportation  help  you  maintain  your  health  and 
well-being? 

Ms.  Clark.  I  do,  and  I  think  it  is  very  important,  because  you 
are  discouraged  when  you  have  this  disease,  and  you  need  to  know 
that  there  is  someone  there  to  support  you,  whether  it  be  with 
transportation,  the  case  managers — just  to  put  you  in  touch  with 
the  different  services  that  are  available.  It  gives  you  the  incentive 
to  go  on,  because  you  already  feel  isolated  and  alone,  and  you  need 
to  have  that  support  system.  It  is  very  important.  It  is  crucial. 

The  Chairman.  You  are  involved  right  now  with  Ryan  White  pro- 
grams. Can  you  tell  us  how  we  can  improve  them,  and  what  is 
needed  in  this  legislation  and  what  further  we  can  do? 

Ms.  Clark.  The  bill  has  helped  me  tremendously,  and  I  really 
would  not  change  anything.  For  HIV  and  AIDS,  I  think  we  need 
to  continue  education.  The  reason  why  I  say  that  is  because  with 
the  drugs — and  we  have  made  great  strides  with  them — but  with 
the  drugs,  there  seems  to  be  a  false  sense  of  security  that  we  have 
conquered  it,  and  we  have  not.  It  is  very  much  alive  and  needs  to 
be  reckoned  with.  So  from  that  standpoint,  I  think  we  need  to  real- 
ly educate. 

The  Chairman.  How  can  we  get  women  over  the  fear  and  reluc- 
tance you  had  to  be  tested  because  of  the  fear  of  finding  something? 
Obviously,  the  denial  is  a  huge  barrier.  How  can  we  under  the 
Ryan  White  CARE  Act  get  a  reduction  in  that  barrier? 

Ms.  Clark.  I  agree  with  what  Jeanne  said — to  make  it  like  any 
other  disease.  There  is  such  a  stigma  attached,  and  people  are 
afraid  to  come  forward.  That  was  a  big  issue  with  me.  I  was 
afraid — would  my  job  be  in  jeopardy?  Would  my  children's  lives  be 
in  jeopardy.  If  we  realize  that  it  is  a  disease  and  that,  although  it 
is  not  curable,  it  can  be  maintained — just  to  try  to  get  rid  of  some 
of  the  stigma  that  goes  along  with  it — I  think  people  would  feel 
more  free  to  come  forward. 

The  Chairman.  Senator  Reed? 

Senator  Reed.  Thank  you  very  much,  Mr.  Chairman,  and  I  know 
that  with  your  leadership,  we  will  move  forward  very  aggressively 
to  reauthorize  and  reinforce  the  success  to  date  of  the  Ryan  White 
Act. 

Lori,  let  me  first  say  how  eloquent  your  testimony  was  and  how 
moving  and  effective.  Thank  you  very  much. 

And  to  Ms.  White,  thank  you,  too,  for  your  wonderful  testimony. 
But  also,  as  we  mentioned  yesterday  when  we  had  a  chance  to 
chat,  the  example  of  Ryan  White  has  been  so  compelling  in  our 
country,  because  in  his  person,  I  believe  he  bridged  a  chasm  be- 
tween those  who  saw  AIDS  as  a  disease  and  those  who  saw  it  as 
some  type  of  punishment  from  above,  some  type  of  moral  defect, 
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not  a  physical  defect.  I  think  he  was  able  in  his  person  to  bring 
us  all  together  and  to  react  to  it  as  we  should,  as  a  disease,  both 
as  a  country  and  as  a  Government.  And  that  means  care  and  re- 
search and  prevention.  This  is  what  the  Ryan  White  CARE  Act  is 
all  about,  and  this  is  what  we  should  be  all  about.  So  thank  you 
for  Ryan's  example  and  for  your  wonderful  testimony  today. 

I  do  not  have  any  questions  other  than  to  say  that  I  look  forward 
to  working  with  the  chairman  to  get  this  quickly  reauthorized,  ap- 
proved, and  funded. 

Thank  you,  Mr.  Chairman. 

The  Chairman.  Thank  you,  Senator  Reed.  We  all  join  you  in 
those  hopes  and  wishes,  and  I  can  assure  you  that  I  am  going  to 
move  at  all  due  and  deliberate  speed  to  get  this  done. 

Thank  you  both.  You  have  been  so  helpful.  Ms.  White,  I  com- 
mend you  for  all  that  you  have  done;  and  Lori,  you  have  been  a 
big  help  to  us  in  trying  to  reduce  the  barriers. 

Thank  you.  We  will  be  in  touch  with  you  as  we  go  along. 

The  Chairman.  As  our  fourth  and  final  panel,  I  would  like  to 
welcome  Dr.  Chris  Grace,  the  director  of  Comprehensive  Care  Clin- 
ics at  Fletcher  Allen  Healthcare  in  Burlington,  VT.  Dr.  Grace  is  an 
infectious  disease  specialist  at  the  University  of  Vermont  College  of 
Medicine  where  he  is  also  an  associate  professor  of  medicine  and 
director  of  the  Infectious  Diseases  Unit.  Dr.  Grace  helped  to  design 
and  obtain  funding  for  a  rural  network  of  HIV/AIDS  care  clinics 
which  provide  critical  access  to  care  across  the  State  of  Vermont. 
These  clinics  are  funded  through  Titles  II  and  III  of  the  Ryan 
White  CARE  Act.  Since  1987,  Dr.  Grace  has  been  caring  for  people 
in  Vermont  with  HIV  infection.  He  has  been  recognized  with  many 
awards  for  his  work  on  behalf  of  people  with  HIV/AIDS  in  the 
State  of  Vermont. 

Dr.  Grace,  we  are  delighted  to  have  you  with  us.  Please  proceed 
with  your  statement,  and  I  will  introduce  each  of  the  other  panel- 
ists individually  before  they  give  their  statements. 

STATEMENTS  OF  DR.  CHRIS  GRACE,  DIRECTOR,  COMPREHEN- 
SIVE CARE  CLINICS,  FLETCHER  ALLEN  HEALTHCARE,  BUR- 
LINGTON, VT;  MIKE  KENN,  CHAIRMAN,  BOARD  OF  COMMIS- 
SIONERS OF  FULTON  COUNTY,  GEORGIA,  ATLANTA,  GA;  AND 
DR.  GUTHRIE  S.  BIRKHEAD,  DIRECTOR,  AIDS  INSTITUTE, 
NEW  YORK  STATE  DEPARTMENT  OF  HEALTH,  ALBANY,  NY 

Dr.  Grace.  Thank  you.  Senator  Jeffords. 

I  am  an  infectious  disease  specialist  who  has  been  providing  care 
for  HIV  in  Vermont  for  13  years.  I  hope  to  give  you  and  the  other 
Senators  a  snapshot  of  how  Ryan  White  CARE  Act  funding  has 
greatly  improved  access  to  HIV  care  throughout  Vermont. 

Two  issues  need  to  be  recognized  in  reference  to  the  HIV  epi- 
demic. First,  there  is  an  increasing  burden  of  HIV  infection  in  rural 
America.  In  1992-1995,  the  greatest  annual  increase  in  new  AIDS 
diagnoses  occurred  in  nonmetropolitan  areas.  Second,  the  HIV  epi- 
demic in  rural  America  is  changing.  We  are  seeing  increasing  num- 
bers of  women  and  people  of  color,  increased  HIV  transmission  by 
heterosexual  and  injection  drug  use  routes,  more  patients  living  in 
poverty,  more  patients  with  psychiatric  illness,  and  more  patient 
with  drug  and  alcohol  dependency. 
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The  struggle  of  the  rural  HIV-infected  person  has  been  summa- 
rized in  an  article  from  the  Journal  of  Rural  Health,  and  I  quote: 
"Compared  with  their  urban  counterparts,  rural  people  with  HIV 
reported  a  significantly  lower  satisfaction  with  life,  lower  percep- 
tions of  social  support  from  family  members  and  friends,  reduced 
access  to  medical  and  mental  health  care,  elevated  levels  of  loneli- 
ness, more  community  stigma,  heightened  fear  that  their  HIV  sta- 
tus would  be  learned  by  others,  and  more  maladaptive  coping  strat- 
egies." 

We  have  received  Ryan  White  funding  first  from  Special  Projects 
of  National  Significance  and  currently  from  Title  III.  Prior  to  the 
Ryan  White  funding,  HIV  care  expertise  was  limited  to  a  single 
university  clinic  in  the  northwestern  quadrant  of  the  State.  Pa- 
tients were  either  traveling  2  to  3  hours  for  their  care  each  way, 
or  were  not  receiving  care  at  all.  Ryan  White  funding  allowed  the 
development  and  ongoing  support  for  a  statewide  HIV  clinic  pro- 
gram that  we  refer  to  as  the  Comprehensive  Care  Clinics. 

The  goal  of  this  program  was  to  improve  access  to  HIV  care 
throughout  the  State  and  to  provide  this  care  in  a  confidential  and 
supportive  setting.  We  used  these  grants  to  set  up  three  clinic  in 
rural  community  hospitals.  Along  with  the  university-based  clinic, 
there  are  now  HIV  specialty  clinics  in  each  quadrant  of  the  State. 
Care  is  provided  by  a  team  of  an  infectious  disease  specialist,  nurse 
practitioner  and  social  worker.  The  specialist  travels  from  the  uni- 
versity travels  to  each  of  these  rural  clinics.  Patients  receive  State 
of  the  art  medical  care.  In  addition  to  psychosocial  support  and 
counseling,  referral  for  psychiatric  care  and  substance  abuse  coun- 
seling can  be  made. 

Since  our  funding  in  1994,  we  have  cared  for  426  patients  in  our 
small  State.  Fifty  percent  of  those  patients  had  AIDS  when  they 
first  entered  the  clinic  program.  Seventy  percent  had  CD4  counts 
of  less  than  500.  Twenty-five  percent  were  co-infected  with  hepa- 
titis C.  Eighteen  percent  were  women,  and  15  percent  were  minor- 
ity populations,  as  compared  to  the  rest  of  the  State  of  2  to  3  per- 
cent of  those  same  populations.  Fifty  to  60  percent  of  our  popu- 
lations are  unemployed;  36  percent  are  below  the  Federal  poverty 
guidelines,  and  40  percent  were  felt  to  be  infected  directly  or  indi- 
rectly by  injection  drug  use. 

We  are  currently  providing  care  to  278  patients  throughout  the 
State.  Travel  time  for  HIV  care  has  been  significantly  reduced  for 
80  percent  of  our  patients  who  are  living  in  the  more  rural  areas 
of  the  State. 

Along  with  the  rest  of  the  country,  we  have  seen  a  dramatic  im- 
provement in  the  health  of  our  patients.  There  has  been  a  marked 
decrease  in  the  death  rate  over  the  past  3  or  4  years.  There  is  evi- 
dence of  improved  immune  function,  less  hospitalization  for  uncon- 
trolled infections,  and  in  our  most  rural  areas,  there  has  actually 
been  an  increase  in  the  employment  rate  amongst  our  population. 

A  patient  history  gives  a  good  funding  of  how  CARE  Act  funding 
has  improved  the  lives  of  Vermonters. 

"Helen"  is  a  60-year-old  mother  of  three  and  grandmother  of  five. 
She  has  been  married  for  30  years.  By  the  time  she  was  diagnosed 
with  AIDS,  she  had  become  a  withered,  debilitated  shadow  of  her 
former  self  and  was  facing  death  in  the  very  near  future.  She  lives 
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in  a  town  of  2,000,  where  she  worked  and  was  an  active  member 
in  the  town  community.  Knowledge  of  her  HIV  infection  would  dev- 
astate her  family  and  would  ostracize  her  from  her  community.  She 
was  not  able  to  get  care,  and  she  was  unwilling  to  get  care  there. 
The  university  clinic  was  2-172  hours  away,  and  she  was  too  ill  to 
travel  that  far.  One  of  the  CARE  Act  supported  clinics  was  30  min- 
utes away  from  her  home,  and  this  was  where  she  received  her 
care.  The  confidentiality  was  maintained. 

After  8  months  of  care  at  the  rural  clinic,  "Helen"  had  regained 
her  weight  and  strength  and  had  returned  to  work.  She  looks 
healthy  again,  and  no  one  is  asking  her,  "Helen,  what  is  wrong 
with  you?"  when  they  see  her,  a  question  that  had  been  asked  nu- 
merous times  and  a  question  that  she  is  unable  to  respond  to  in 
her  small  town. 

I  have  attempted  to  present  you  with  a  glimpse  of  the  rural  HIV 
epidemic  in  Vermont.  The  barriers  facing  our  patients  are  faced  by 
all  patients  struggling  with  this  illness  in  rural  America.  The  re- 
markable success  of  the  HIV  program  in  Vermont  would  not  have 
been  possible  without  CARE  Act  funding. 

Speaking  for  my  colleagues  and  the  patients  we  care  for,  I  thank 
you  for  your  ongoing  support  of  the  Ryan  White  CARE  Act. 

The  Chairman.  Thank  you,  Dr.  Grace. 

[The  prepared  statement  of  Dr.  Grace  may  be  found  in  additional 
material.] 

The  Chairman.  We  now  also  welcome  Mr.  Mike  Kenn,  chairman 
of  the  Board  of  Commissioners  of  Fulton  County,  GA.  He  is  also  the 
chief  elected  official  for  the  Atlanta-Eligible  Metropolitan  Area  for 
Title  I  of  the  Ryan  White  CARE  Act.  To  date,  this  area  has  re- 
ceived more  than  $9.5  million  under  Title  I. 

Before  being  elected  to  public  office  in  1998,  Mr.  Kenn  spent  17 
seasons  playing  for  the  Atlanta  Falcons.  His  commitment  to  public 
service  led  to  his  work  with  TEAM  Georgia,  the  March  of  Dimes, 
and  other  such  organizations.  He  is  a  dedicated  man. 

Please  proceed,  Mr.  Kenn. 

Mr.  Kenn.  Thank  you,  Mr.  Chairman. 

Mr.  Chairman,  members  of  the  committee,  thank  you  for  the  op- 
portunity to  speak  about  the  crucial  need  for  this  Congress  to  reau- 
thorize the  Ryan  White  CARE  Act.  The  HIV  epidemic  in  America 
continues  with  unyielding  ferocity,  and  its  epicenters  remain  in  the 
Nation's  major  metropolitan  areas. 

Almost  20  years  into  the  AIDS  epidemic,  the  crisis  is  not  over. 
What  is  over  are  the  long  waiting  lists  for  services,  the  long  nights 
waiting  in  emergency  rooms  for  care,  the  tragedy  of  a  HIV-positive 
mother  giving  birth  to  an  HIV-infected  child.  For  tens  of  thousands 
of  men,  women,  and  children  in  this  country,  the  CARE  Act  has  lit- 
erally meant  the  difference  between  life  and  death,  the  difference 
between  care  and  neglect. 

Local  governments  across  this  Nation — 51  in  all — rely  on  the 
CARE  Act  to  provide  care,  to  sustain  life,  the  preserve  public 
health  systems  with  the  Federal  assistance  provided  by  Title  I. 

As  chairman  of  the  Fulton  County  Board  of  Commissioners,  I 
serve  as  the  chief  elected  official  of  the  20-county  Atlanta-Eligible 
Metropolitan  Area.  We  are  home  to  71  percent  of  Georgia's  citizens 
who  are  living  with  HIV  and  AIDS.  With  almost  7,000  reported 
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cases  of  AIDS  and  an  estimated  8,000  additional  cases  of  HIV, 
every  part  of  our  community  relies  on  Title  I  of  the  CARE  Act — 
cities,  suburbs,  and  rural  areas  alike.  An  estimated  9,000  clients 
are  enrolled  in  our  Title  I  program.  Seventy  percent  of  our  reported 
cases  of  HIV  and  AIDS  are  among  people  of  color,  and  70  percent 
of  the  people  served  by  Title  I  programs  are  people  of  color. 

Our  CARE  Act  programs  stitch  together  a  fabric  of  care  sup- 
ported by  other  local.  State,  and  Federal  sources.  Without  the 
CARE  Act,  an  unmanageable  burden  would  be  placed  upon  our 
public  health  clinics  and  emergency  rooms.  Our  local  health  care 
system  might  well  collapse  under  the  financial  weight  of  providing 
all  of  these  vital  services. 

The  situation  in  Georgia  replicates  patterns  across  the  country. 
Fifty-one  AIDS  disaster  relief  communities  funded  under  Title  I  are 
home  to  approximately  three-fourths  of  the  people  living  with  HIV 
disease  in  the  United  States.  The  way  we  care  for  people  with  HIV 
and  the  improved  treatments  we  have  to  offer  them  have  resulted 
in  dramatic  reductions  in  HIV-related  deaths.  Yet,  regrettably,  the 
number  of  people  becoming  newly-infected  with  HIV  has  remained 
relatively  constant.  As  a  result,  more  people  than  ever  living  with 
HIV  and  AIDS  are  in  need  of  care.  In  fact,  between  1995  and  1997, 
the  average  number  of  HIV  and  AIDS  patients  seeking  services 
under  the  CARE  Act  increased  43.5  percent. 

There  is  no  end  in  sight  for  the  pressing  AIDS  emergency  facing 
America — only  changes  in  the  challenges  it  possesses  and  progress 
in  the  way  we  meet  those  challenges.  Just  as  the  epidemic  rages 
on,  so  too  must  our  combined  efforts  to  respond  to  this  public 
health  crisis.  Title  I  of  the  CARE  Act  is  key  to  our  national  pro- 
gram of  care  and  our  local  partnership  for  providing  it. 

Local  decisionmaking  is  the  very  foundation  upon  which  Title  I 
of  the  CARE  Act  is  based,  and  this  local  decisionmaking  works. 
The  CARE  Act  requires  the  establishment  of  a  Health  Service 
Planning  Council  in  each  Title  I  area  with  the  responsibility  of  as- 
sessing and  addressing  needs.  As  a  result  of  these  individual  proc- 
esses and  locally-identified  gaps  in  services,  the  programs  imple- 
mented by  the  people  of  Cleveland  might  very  well  differ  from 
those  created  by  the  people  of  Boston,  but  each  serves  the  needs 
of  its  community. 

Title  I  is  locally  planed,  locally  driven,  and  locally  delivered.  Title 
I's  local  planning  process  represents  a  welcome  departure  from  the 
top-down  models  of  the  past  that  so  often  fail  to  address  local  serv- 
ice needs.  Local  decisionmaking  ensures  a  rapid  distribution  of 
funds,  community  participation,  and  financial  accountability.  It 
continues  to  be  the  best  and  most  responsive  system  to  identify  and 
remedy  gaps  in  services  and  barriers  to  access  at  the  local  level. 

Furthermore,  Title  I  is  the  safety  net  for  thousands  of  people 
with  HIV.  It  sets  a  high  priority  on  delivering  quality  health  care 
and  increasing  access  to  services.  The  flexibility  of  the  planning 
process  has  allowed  our  communities  to  quickly  and  efficiently  re- 
spond to  emergency  treatments  and  changes  in  the  epidemic.  As  a 
result,  many  people  with  HIV  disease  are  living  longer,  with  more 
productive  and  healthy  lives,  and  many  have  been  able  to  re-enter 
the  work  force. 
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Mr.  Chairman  with  the  Ryan  White  CARE  Act,  Congress  entered 
into  a  contract  with  the  taxpayers  to  help  provide  care  to  and  sus- 
tain the  Hves  of  people  with  HIV  and  AIDS.  It  is  imperative  that 
this  contract  between  the  Federal  Government  and  local  jurisdic- 
tions be  authorized  by  September  30,  2000. 

Our  task  is  not  done.  AIDS  remains  a  devastating  and  ultimately 
fatal  disease.  We  have  a  mutual  responsibility,  you  here  in  Con- 
gress and  we  at  the  local  level,  to  continue  our  partnership  to  pre- 
serve our  Nation's  health  care  infrastructure,  to  protect  people 
from  the  ravages  of  this  disease,  and  to  provide  an  opportunity  to 
people  with  HIV  to  have  dignity  in  living  and,  when  necessary,  in 
dying. 

I  thank  you,  Mr.  Chairman  and  this  committee,  for  allowing  me 
to  be  here  with  you  today. 

The  Chairman.  Thank  you  very  much,  Mr.  Kenn.  That  was  an 
excellent  statement. 

[The  prepared  statement  of  Mr.  Kenn  may  be  found  in  additional 
material.] 

The  Chairman.  Our  final  panelist  is  Dr.  Guthrie  Birkhead,  who 
since  1995  has  served  as  director  of  the  AIDS  Institute,  New  York 
State  Department  of  Health.  He  joined  them  in  1993.  Dr,  Birkhead 
is  a  graduate  of  the  Centers  for  Disease  Control  and  Prevention's 
Epidemic  Intelligence  Service  Program  as  well  as  the  CDC  Preven- 
tive Medicine  Residency  Program. 

Dr.  Birkhead,  thank  you  for  being  with  us.  We  look  forward  to 
hearing  your  testimony. 

Dr.  Birkhead.  Thank  you  very  much.  Good  morning,  Mr.  Chair- 
man. 

I  am  the  director  of  the  AIDS  Institute  at  the  New  York  State 
Department  of  Health,  and  I  am  pleased  to  speak  to  you  this  morn- 
ing on  behalf  of  our  commissioner,  Dr.  Antonia  Novello. 

The  AIDS  Institute  administers  the  Ryan  White  CARE  Act  Title 
II  funds  that  go  to  New  York  State,  and  I  am  pleased  to  speak  to 
you  on  HIV/AIDS  in  New  York  State  and  the  importance  of  the 
Ryan  White  CARE  Act  in  helping  us  provide  comprehensive  serv- 
ices to  people  with  HIV  and  AIDS  in  New  York. 

I  would  ask  that  my  written  testimony  be  entered  into  the 
record. 

New  York  has  been  heavily  impacted  by  the  AIDS  epidemic.  We 
have  approximately  140,000  reported  AIDS  cases  in  New  York  and 
approximately  55,000  New  Yorkers  currently  living  with  AIDS, 
which  is  about  19  percent  of  the  national  total. 

The  epidemiology  of  AIDS  in  New  York  is  a  little  different  and 
really  indicates  where  the  country  is  headed.  We  have  a  very  large 
proportion  of  AIDS  cases  in  minority  populations — 43  percent  of 
our  cases  are  among  blacks  and  African  Americans,  32  percent 
among  Hispanics;  women  are  increasingly  represented,  and  over 
one-quarter  of  our  cases  in  New  York  are  now  among  women;  and 
injection  drug  use  is  the  most  commonly  mentioned  risk  factor  for 
HIV  and  AIDS. 

Persons  diagnosed  with  AIDS  are  just  the  tip  of  the  iceberg  of 
HIV  infection.  It  is  estimated  that  the  number  of  persons  living 
with  HIV  beyond  the  55,000  with  AIDS  in  New  York  is  somewhere 
between  75,000  and  115,000  additional  persons.  We  will  have  a 
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better  idea  of  the  number  of  people  and  the  number  of  new  HIV 
infections  each  year  as  we  move  to  HIV  reporting  in  New  York  dur- 
ing the  coming  year. 

When  discussing  the  impact  of  the  Ryan  White  CARE  Act  in 
New  York,  it  must  be  noted  that  New  York  began  to  organize  its 
response  to  the  AIDS  epidemic  with  the  creation  of  the  AIDS  Insti- 
tute in  1983.  By  1991,  the  State  had  built  a  system  of  care,  includ- 
ing ambulatory  care,  hospital  care,  nursing  home,  home  care,  and 
case  management,  supported  by  our  Medicaid  program  and  by 
State  grant  dollars,  by  a  range  of  supportive  services  paid  for  by 
State  and  Federal  grant  funds,  and  our  AIDS  Drug  Assistance  Pro- 
gram, or  ADAP,  which  began  in  1987. 

When  Federal  Ryan  White  funds  became  available  in  1991,  New 
York's  system  of  community-based  health  care  and  services  was  al- 
ready well-developed,  and  we  used  the  Ryan  White  funding  to  es- 
sentially augment  this  system.  Specifically,  Ryan  White  resources 
were  used  to  augment  the  ADAP  Program — I  will  talk  about  that 
in  a  minute — extend  primary  care  services  to  uninsured  persons, 
fund  new  community-based  case  management  and  support  service 
programs,  and  establish  Ryan  White  CARE  Networks  around  the 
State.  The  networks  are  local  groups  of  providers  in  19  geographic 
areas  in  the  State  that  work  with  the  State  Health  Department  to 
determine  local  program  priorities  and  funding  allocations. 

New  York  receives  about  $285  million  from  all  titles  and  sections 
of  the  Ryan  White  CARE  Act,  including  $138  million  in  Title  II.  In 
turn.  New  York  will  provide  about  $143  million  in  State  dollars 
under  the  Governor's  2000-2001  proposed  budget,  not  including 
Medicaid  in  those  figures. 

Ryan  White  funding  is  therefore  an  essential  source  of  support 
for  New  York's  continuum  of  HIV  services  and  has  had  a  tremen- 
dous impact  on  the  health  and  quality  of  life  for  New  Yorkers  af- 
fected by  HIV. 

One  of  the  primary  impacts  has  been  to  make  care  and  services 
and  therapies  available  to  uninsured  or  underinsured  persons.  Our 
program  has  three  components — first,  our  ADAP  Program,  which 
provides  access  to  pharmaceuticals  to  uninsured  and  underinsured; 
second,  what  we  call  ADAP-Plus,  which  is  an  ambulatory  care  in- 
surance program  that  covers  primary  care  and  laboratory  services 
for  HIV  disease  management;  and  third,  a  home  care  program 
which  provides  services  to  keep  people  in  their  homes  and  out  of 
hospitals  and  nursing  homes. 

These  programs  are  fee-for-service.  The  approaches  are  client- 
centered,  seeking  to  empower  individuals  to  access  the  needed  serv- 
ices. And  the  programs  are  primarily  funded  by  our  Ryan  White 
Title  II  grant  with  State  funding.  In  addition.  New  York  has 
formed  some  unique  partnerships  with  our  Title  I-eligible  EMAs, 
particularly  to  support  the  ADAP  Program. 

Thus,  our  ADAP  and  uninsured  care  programs  are  examples  of 
what  can  be  accomplished  by  blending  funding  for  all  sources, 
State  and  Federal,  to  ensure  state-of-the-art  care. 

The  combination  therapies  which  we  have  heard  about  are  really 
critical  and  have  had  a  dramatic  effect  in  reducing  progression  to 
AIDS  and  AIDS  deaths.  As  a  result,  our  ADAP  program  has  experi- 
enced explosive  growth  in  the  number  of  persons  accessing  care. 
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In  terms  of  active  enrollment,  in  the  last  3  years,  we  have  in- 
creased 124  percent,  from  4,600  a  month  to  over  10,000  a  month 
accessing  our  ADAP  Program.  Our  ADAP  expenditures  have  in- 
creased 400  percent  in  the  last  3  years,  from  $2.2  million  per 
month  in  1996  to  over  $11  million  per  month  in  the  ADAP  Program 
in  December  of  1999.  The  ambulatory  care  portion  of  the  program 
has  also  increased  dramatically. 

Although  ADAP  has  been  able  to  ensure  that  all  populations  af- 
fected by  HIV  have  been  able  to  access  therapy,  we  have  over  80 
percent  of  our  participants  in  ADAP  on  triple  combination  therapy 
and  91  percent  on  two  or  more  drugs,  and  we  have  had  pretty  good 
success  by  race,  ethnicity,  gender,  income  and  risk  factors  in  get- 
ting persons  covered;  we  have  not  experienced  some  of  the  dispari- 
ties that  you  have  heard  about,  I  think  in  large  part  because  of  the 
comprehensive  nature  of  the  programs. 

But  if  not  for  the  availability  of  the  Ryan  White  funds  for  ADAP 
and  the  increases  in  the  ADAP  supplemental  funds  under  the 
CARE  Act,  New  York  would  not  be  able  to  offer  access  to  standard 
of  care  for  HIV  for  all  of  its  residents. 

The  combination  therapies  not  only  allow  people  to  live  longer, 
allowing  many  to  return  to  the  work  force;  they  also  reduce  the 
risk  of  HIV  transmission  to  others  in  people  who  are  effectively 
treated.  However,  treatment  for  HIV  is  not  simply  a  matter  of  writ- 
ing a  prescription  and  pa3dng  the  pharmacy  bill.  Quality  health 
care,  case  management,  treatment  education  and  adherence  pro- 
grams are  necessary  to  allow  people  to  stay  on  schedule.  Successful 
adherence  is  particularly  critical,  because  HIV  can  develop  resist- 
ance to  the  medications  of  the  medication  is  not  taken  on  schedule 
and  doses  are  missed.  Resistant  strains  could  limit  the  effective- 
ness of  HIV  drugs  in  the  future,  and  the  Ryan  White  CARE  Act 
in  New  York  is  now  being  used  to  ensure  that  people  not  only  get 
the  drugs  but  are  able  to  keep  on  schedule  and  adhere  to  the  ther- 
apy. 

Another  significant  impact  of  Ryan  White  in  New  York  has  been 
to  be  able  to  reach  those  populations  not  linked  to  the  health  care 
system  and  who  are  at  highest  risk,  particularly  substance  users, 
communities  of  color,  the  homeless,  women  and  children,  youth, 
particularly  youth  on  the  street  and  young  gay  men,  and  persons 
with  multiple  diagnoses — HIV,  mental  illness  and  substance  use. 
We  have  programs  directed  to  outreach  to  those  populations  to  get 
them  into  care. 

For  example,  we  have  located  services  in  settings  where  affected 
populations  receive  services,  like  substance  abuse  treatment  cen- 
ters, settings,  and  agencies  serving  communities  of  color.  We  have 
collocated  services  in  those  facilities  where  people  come  to  access 
other  services,  and  we  have  brought  services  to  the  clients  with  mo- 
bile vans,  home  visits,  and  other  avenues. 

In  designing  these  initiatives  and  determining  the  relative  prior- 
ity, we  have  worked  closely  with  our  19  Ryan  White  Networks,  as 
I  mentioned.  We  have  also  worked  with  our  Title  I  EMAs  and  their 
Planning  Councils  and  with  the  private,  not-for-profit,  and  aca- 
demic communities.  All  initiatives  are  planned  and  prioritized  with 
the  participation  of  infected  persons  and  health  and  human  serv- 
ices providers  on  the  front  lines. 
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I  think  this  is  another  significant  effect  of  the  Ryan  White  CARE 
Act  in  that  it  has  fostered  the  establishment  of  these  local  and 
State  partnerships  at  many  levels,  contributing  to  our  success. 

The  Ryan  White  CARE  Act  funds,  in  conjunction  with  Medicaid 
and  State  funds,  have  resulted  in  improved  access  to  care,  reduced 
hospital  costs,  and  reduced  morbidity  and  mortality  from  AIDS. 
Hospital  utilization,  for  example,  has  decreased  30  percent  between 
1995  and  1998,  from  65,000  hospitalizations  to  45,000  hospitaliza- 
tions. Length  of  stay  has  been  reduced  in  the  hospital  by  45  per- 
cent, from  18.9  days  to  10.2  days  in  1998.  And  AIDS  deaths  in  the 
State  have  been  reduced  by  70  percent  between  1995  and  1998. 

Reauthorization  of  the  CARE  Act  is  critical  to  our  efforts  in  New 
York  to  provide  quality  of  care.  I  would  just  like  to  discuss  a  couple 
of  our  recommendations — and  some  full  recommendations  are  at- 
tached— ^very  quickly. 

We  recommend  keeping  the  existing  title  structure,  including  the 
supplemental  funding  for  ADAP;  second,  maintaining  the  existing 
base  Title  II  funding  formula  and  separate  ADAP  funding  formula 
based  on  persons  with  AIDS.  HIV  is  probably  a  better  way,  ulti- 
mately, to  do  the  funding  formula,  but  many  States  like  New  York 
do  not  have  the  data  yet  to  do  that,  so  a  study  is  probably  a  good 
idea  to  look  at  the  funding  formula  issue.  Eventually,  I  think  most 
States  will  have  HIV  data  that  is  a  better  way  to  try  to  look  at  that 
question. 

All  titles  of  the  Act  need  increased  authorization  funding  levels 
because  of  the  increased  case  loads  as  people  live  longer. 

We  further  recommend  that  the  CARE  Act  allow  ADAP  supple- 
mental funds  to  be  used  for  medical  monitoring,  medication  adher- 
ence, and  laboratory  testing,  which  are  critical  to  the  success  of  the 
drugs.  Getting  people  into  care  as  quickly  as  possible  is  important, 
and  therefore,  CARE  Act  funding  should  be  allowed  for  a  full  range 
of  outreach  activities  and  HIV  counseling  and  testing  in  all  Ryan 
White-funded  settings.  This  is  currently  allowed  in  Titles  III  and 
IV,  but  not  in  Titles  I  and  II,  and  it  should  be  put  in. 

Also,  we  need  flexibility  in  administering  the  CARE  Act  funds. 
We  recommend  that  there  not  be  a  cap  put  on  quality  assurance 
and  quality  improvement  activities,  and  quality  management  pro- 
grams should  not  be  specifically  designed  in  the  legislation.  These 
are  important  programs,  but  we  need  the  flexibility  to  design  those 
programs  as  appropriate  for  our  specific  service  delivery  systems. 

Finally,  we  should  not  require  in  statute  that  we  conduct  plan- 
ning and  priority- setting  based  on  the  needs  of  individuals  not  in 
care.  This  information  cannot  be  routinely  gathered  at  the  State 
and  local  level  without  a  major  research  program,  which  I  suspect 
would  not  be  cost-effective. 

I  hope  my  remarks  have  illustrated  the  critical  importance  of  the 
CARE  Act  to  New  York  and  that  you  will  consider  our  rec- 
ommendations for  reauthorization.  I  would  be  happy  to  discuss 
these  issues  further  and  respond  to  questions. 

Thank  you. 

[The  prepared  statement  of  Dr.  Birkhead  may  be  found  in  addi- 
tional material.] 

The  Chairman.  Thank  you,  and  I  thank  all  three  of  you  for  very 
helpful  testimony. 
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Dr.  Grace  and  Mr.  Kenn,  you  just  heard  a  lot  of  recommenda- 
tions. Did  you  find  any  that  you  disagreed  with  or  would  like  to 
comment  on? 

Mr.  Kenn.  The  only  point  that  I  want  to  make  is  really  on  an- 
other item.  I  want  to  make  sure  that  we  separate  prevention  and 
care.  The  Ryan  White  CARE  Act  has  had  a  tremendous  impact  on 
communities  on  a  local  basis.  When  I  look  at  the  $15.5  million  that 
we  receive  in  Atlanta,  Fulton  County,  it  only  costs  us  $250,000  in 
administrative  fees  to  return  those  dollars  back  to  the  community 
that  receives  it.  That  is  one  of  the  more  efficient  returns  of  services 
that  I  can  point  to  as  an  example  of  providing  the  necessary  care 
to  the  community.  I  want  to  make  sure  that  when  you  all  have 
your  discussions,  you  will  have  two  different  issues — one  is  care, 
which  Ryan  White  provides,  and  I  think  you  need  to  address  an- 
other issue,  that  is,  prevention. 

The  Chairman.  Dr.  Grace,  do  you  have  any  comment? 

Dr.  Grace.  I  think  the  structure  of  the  Ryan  White  CARE  Act 
is  very  good,  and  I  think  it  serves  its  purpose.  It  gives  us  a  lot  of 
maneuverability. 

I  think  that  the  issue  of  quality  assurance  and  continued  quality 
improvement  is  very  important  and  needs  to  be  structured  into  the 
CARE  Act,  which  it  is,  but  it  needs  to  be  separated  out  definitely 
from  any  administrative  costs,  because  that  handicaps  us  quite  a 
bit,  in  watching  how  we  are  doing  and  ensuring  that  what  we  are 
doing  is  good. 

I  think  one  area  that  we  need  to  work  on  very  much — and  I  am 
speaking  more  from  a  rural  perspective — ^which  is  sort  of  a  mix  of 
prevention  and  care,  is  outreach,  to  get  people  who  are  already  in- 
fected, who  are  out  there  and  perhaps  do  not  know  they  are  in- 
fected or  are  scared  to  come  in.  As  has  been  said,  many  people  who 
are  becoming  infected  now  are  perhaps  more  estranged  from  main- 
stream society.  We  are  seeing  a  lot  of  psychiatric  illness  in  Ver- 
mont associated  with  this  illness,  increasing  drug  use,  and  people, 
as  I  would  euphemistically  say,  who  are  very  deep  in  the  wood- 
work. It  is  hard  to  get  those  people  out,  and  it  is  even  hard  to  de- 
sign good  programs  to  bring  them  into  care.  So  a  lot  of  effort  needs 
to  be  made  in  that  direction.  If  we  can  bring  people  in  and  get 
them  on  even  rudimentary  antibiotics,  we  can  keep  them  out  of  the 
hospital  and  keep  them  healthy,  and  that  is  very  important. 

In  rural  areas,  where  perhaps  the  message  that  the  epidemic  has 
not  hit  yet  amongst  our  physicians  and  our  community,  people 
must  be  made  very  well  aware  that  the  epidemic  has  reached  rural 
America,  and  it  is  hitting  pretty  hard.  I  think  the  providers  in 
these  areas  need  to  know  that  and  need  to  test,  and  I  think  the 
people  who  are  at  risk  need  to  know  that  and  come  in  for  testing. 

I  think  the  trick  with  testing  is  to  make  it  safe,  make  it  confiden- 
tial, and  make  it  supportive  so  people  are  not  scared  to  come  in. 
I  would  agree  that  mandatory  testing  would  be  counterproductive. 
I  think  we  have  to  make  it  much  more  user-friendly  and  safe  and 
comfortable  for  people,  and  that  is  where  we  have  to  go. 

The  Chairman.  Let  me  follow  up  on  that  and  let  all  of  you  com- 
ment. How  do  we  make  it  more  likely  that  people  will  be  willing 
to  be  tested?  What  can  we  do  to  try  to  increase  the  amount  of  vol- 
untary testing? 
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Dr.  Grace.  Again  looking  at  it  from  a  rural  perspective  of  why 
people  are  not  getting  tested,  I  think  people  are  scared.  I  think  the 
issue  of  denial  is  very  human,  and  I  think  we  have  to  overcome 
that  with  the  message  that  there  are  things  that  we  can  do,  that 
we  can  take  positive  steps  to  improve  people's  health.  That  must 
get  out. 

Two,  we  have  to  assure  confidentiality  in  this  testing  process  and 
in  their  health  care.  There  is  a  lot  of  mistrust  within  the  medical 
system  and  within  Government  agencies  amongst  people  who  are 
at  risk  for  HIV.  They  do  not  trust  us,  and  that  trust  has  to  be  built. 
And  then,  we  have  to  do  it  with  respect.  We  have  to  respect  people 
when  they  come  in,  we  have  to  respect  them  during  their  care,  and 
we  have  to  go  where  they  are  to  provide  that  care.  I  think  that  that 
would  be  a  good  start,  and  it  is  not  a  definitive  answer,  but  these 
are  the  big  hurdles  that  I  am  seeing  in  Vermont  that  we  have  to 
jump  over. 

Dr.  BiRKHEAD.  I  would  agree  with  everything  that  Dr.  Grace  has 
said,  and  I  would  add  that  we  have  had  success  in  New  York  using 
community  organizations  and  particularly  peers — individual  who 
may  or  may  not  have  HIV,  but  who  live  in  the  community  and  can 
gain  the  trust  of  people — to  do  outreach  and  get  people  to  come  in 
for  testing.  There  are  very  positive  messages  that  one  can  give  now 
about  coming  in  to  be  tested.  If  you  are  positive,  you  can  seek 
treatment;  if  you  are  negative — and  we  have  not  talked  about 
that — if  you  seek  testing  and  are  negative  but  have  risk  factors, 
you  can  take  steps  to  reduce  your  risk  factors  and  prevent  infection 
in  the  future. 

So  I  think  one  way  the  Ryan  White  CARE  Act  has  helped  us  is 
by  funding  community  outreach  workers,  and  that  is  where  it 
would  be  helpful  to  have  the  Act  allow  us  to  do  that  more  directly 
to  get  people  in  for  counseling  and  testing.  But  utilizing  people  who 
live  in  the  community  to  gain  the  trust  is  a  critical  component. 

The  Chairman.  Mr.  Kenn? 

Mr.  Kenn.  I  have  spent  a  lot  of  times  in  schools,  grammar 
schools  and  high  schools,  and  I  have  noticed  the  profound  effect 
that  comprehensive  information  can  have  on  their  thinking.  What 
we  have  to  maintain  and  we  do  not  want  to  lose  focus  of  is  raising 
their  awareness  through  education  of  what  HIV/AIDS  is.  We  have 
progressed  a  long  way  in  the  10  years,  and  now  it  is  open  and  out 
on  the  table.  We  have  to  make  sure  that  it  stays  there  and  that 
children  understand,  through  education,  exactly  what  it  is  and  that 
it  is  not  to  be  feared,  but  to  be  dealt  with  in  an  open  manner. 

I  think  that  if  we  continue  to  do  that  and  continue  to  talk  about 
it  and  continue  to  go  ahead  and  present,  not  only  to  our  youth  but 
to  the  general  population,  exactly  what  HIV/AIDS  is,  we  have  a 
chance  to  go  ahead  and  have  a  positive  impact  on  people  coming 
forward  with  it  and  also  people  practicing  safe  sex.  That  is  where 
I  think  prevention  starts,  as  everything  does,  through  a  constant 
concentration  on  education  at  all  levels. 

The  Chairman.  Dr.  Grace,  we  know  that  the  resources  are  par- 
ticularly scarce  in  small,  rural  areas,  and  we  plan  to  double  the 
minimum  grant  provided  under  Title  II  of  the  Act  for  those  States. 
But  aside  from  additional  resources,  we  have  heard  that  the  funded 
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support  services  should  be  health-related.  What  are  the  support 
services  most  needed  in  rural  areas? 

Dr.  Grace.  Among  the  patients  who  are  coming  in,  Senator, 
what  we  are  seeing  is  a  marked  number  of  people  with  psychiatric 
illness  and  drug  and  alcohol  problems.  Before  anybody  can  start 
taking  any  of  these  antiviral  drugs  or  these  "cocktails,"  they  need 
to  have  their  drug  or  alcohol  or  psychiatric  illness  cared  for,  be- 
cause if  they  do  not,  they  will  not  be  able  to  take  the  medications 
properly  and  will  develop  resistant  viruses. 

So  we  may  spend  sometimes  2,  4,  6  months  a  year  working  with 
somebody  through  their  housing  difficulties,  unemployment  issues, 
alcohol  problems  before  w^e  even  go  an3rwhere  near  what  I  would 
euphemistically  refer  to  as  "drugs  and  bugs." 

So  the  social  worker  actually  may  take  a  much  more  prominent 
role,  and  the  team  approach  may  take  a  much  more  prominent  role 
at  the  beginning  of  the  medical  care,  because  I  cannot  really  go 
near  them  if  they  cannot  take  their  medicine.  So  that  is  a  very  big 
issue,  to  the  point  where  we  need  much  better  support  from  our 
psychology  colleagues,  from  our  mental  health  colleagues,  and  from 
our  drug  and  alcohol  colleagues  throughout  this  country.  I  think 
that  efforts  need  to  be  put  there,  and  those  same  efforts  need  to 
help  channel  where  we  are  going  to  be  doing  our  testing,  because 
I  think  this  is  where  a  lot  of  people  are  entering  the  health  system, 
is  through  drug  and  alcohol  problems  and  psychiatric  centers  ver- 
sus standard  medical  care. 

The  only  other  thing  I  would  say  that  we  need  to  make  a  push 
for — and  this  is  certainly  true  in  Vermont  and  I  assume  in  the  rest 
of  the  areas — is  we  need  to  do  better  education  of  our  physicians 
in  recognizing  HIV.  I  am  concerned  that  people  do  not  recognize 
that  the  epidemic  is  here  and  are  stuck  in  the  old  stereotype  that 
this  is  a  white  male/gay  disease,  and  if  you  are  not  white  and  gay 
and  male,  you  are  not  being  recognized,  and  therefore,  women, 
heterosexuals,  and  people  of  color  are  being  missed  right  under  our 
noses.  We  have  a  golden  opportunity  to  catch  them  in  the  medical 
system,  and  we  are  not.  For  example,  if  a  woman  comes  in  with 
an  infection  in  her  mouth,  that  would  be  very  diagnostic  for  HIV — 
and  it  is  missed,  and  she  goes  out  the  door.  We  miss  a  golden  op- 
portunity there. 

So  there  are  many  areas  where  we  need  to  educate.  We  need  to 
educate  people  about  coming  in  for  testing,  we  need  to  educate  our 
providers,  and  we  need  to  interact  much  more  strongly  with  our 
psychiatric  colleagues  and  our  drug  and  alcohol  colleagues,  both  for 
care  and  for  getting  people  into  the  system. 

The  Chairman.  Dr.  Birkhead,  do  you  have  a  comment? 

Dr.  Birkhead.  Yes.  I  think  limiting  the  CARE  Act  just  to  medi- 
cal services  would  be  a  mistake.  I  tried  to  indicate  in  my  remarks 
that  we  do  a  lot  of  supportive  services  which  are  necessary  for  ad- 
herence to  medications,  in  addition  to  the  factors  that  Dr.  Grace 
mentioned.  Homelessness  is  a  major  factor;  if  someone  does  not 
have  a  home,  has  a  psychiatric  illness,  is  a  substance  abuser,  try- 
ing to  provide  those  medical  services  related  to  HIV  diagnosis  and 
therapy  will  fail,  because  the  patient  is  not  ready  to  take  medica- 
tion. So  you  really  need  to  put  together  a  comprehensive  package, 
what  we  refer  to  as  a  "continuum  of  services,"  to  take  care  of  the 
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social  service  needs,  the  other  non-HIV  medical  needs,  substance 
abuse  needs,  homelessness.  All  of  that  needs  to  be  dealt  with  in  a 
comprehensive  fashion.  A  case  manager  is  instrumental  for  these 
indi\'iduals. 

We  are  lucky  in  New  York  that  we  have  a  generous  Medicaid 
program  that  covers  a  lot  of  it,  but  we  have  a  large  uninsured  pop- 
ulation, and  we  also  have  additional  services  for  people  on  Medic- 
aid with  Ryan  White  that  are  critical  to  the  success  of  the  thera- 
pies. 

The  Chair^lax.  I  want  to  thank  you  all  for  your  very,  very  help- 
ful testimony  and  commend  you  for  what  you  are  doing  in  your 
States. 

We  will  reserve  the  right  to  ask  you  some  follow-up  questions  for 
your  response  in  writing. 

You  have  been  very,  very  helpful,  and  we  deeply  appreciate  your 
coming. 

With  that,  we  will  all  go  to  lunch. 

[Additional  material  submitted  for  the  record  follows:] 
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Additional  Material 

Prepared  Statement  of  Representative  Coburn 

Mr.  Chairman,  and  Members  of  the  Committee,  I  would  Hke  to  thank  you  for  the 
opportunity  to  testify  before  you  today  on  the  reauthorization  of  the  Ryan  White 
CARE  Act. 

As  you  know,  I  am  a  practicing  physician  who  has  cared  for  men,  women  and  chil- 
dren from  all  walks  of  life  affected  by  HIV/AIDS.  And  despite  many  of  the  amazing 
medical  advances  that  have  been  made  over  the  past  decade,  it  still  is  a  heart 
wrenching  experience  for  me  to  have  to  tell  any  patient  of  mine  that  they  are  in- 
fected with  this  horrible  virus  that  will  eventually  kill  them. 

I  had  the  opportunity  to  serve  with  many  of  you  on  the  Ryan  White  CARE  Act 
conference  committee  during  the  10411  Congress.  Much  of  the  successes  we  have 
seen  in  recent  years  such  as  declining  AIDS  deaths  and  improvements  in  the  lives 
of  those  living  with  HIV  can  be  attributed  to  this  Act,  and  in  particular,  the  AIDS 
Drug  Assistance  Program  (ADAP).  However,  new  challenges  confront  us.  Women, 
communities  of  color,  adolescents  and  even  older  Americans  are  increasingly  becom- 
ing impacted  by  HIV.  But  yet  even  as  the  face  of  AIDS  changes,  many  of  the  issues 
we  faced  five  and  ten  years  ago  are  still  before  us  today. 

Over  665,000  Americans  have  been  diagnosed  with  AIDS  in  the  short  time  since 
this  disease  was  recognized  nearly  20  years  ago.  Over  400,000  of  which  have  died. 
The  Centers  for  Disease  Control  and  Prevention  estimates  that  today  up  to  900,000 
Americans  are  living  with  HIV — ^many  of  which  do  not  even  know  they  are  infected. 
And  despite  billions  of  dollars  spent  on  prevention  programs,  every  year  40,000  new 
HIV  infections  occur  in  the  United  States.  This  number  has  remained  unchanged 
over  the  past  decade.  We  must  ask  ourselves,  "why  are  we  failing  to  halt — or  even 
slow  down — this  epidemic?" 

Current  prevention  messages  ignore  successful  interventions  that  have  histori- 
cally curtailed  other  contagious  diseases.  Partner  notification  is  an  extremely  effec- 
tive tool  for  disease  control,  especially  for  women.  This  is  because  many  HIV-in- 
fected women — 50  to  70  percent  in  some  studies— do  not  engage  in  high  risk  behav- 
iors but  were  infected  by  a  partner  who  does.  Without  guaranteeing  these 
unsuspecting  victims  a  right  to  know  that  they  are  at  risk,  how  else  can  they  protect 
themselves? 

Ten  years  ago,  during  the  original  Senate  consideration  of  the  Ryan  White  CARE 
Act,  Senator  Kennedy  stated  that  "there  is  a  duty  to  warn."  But  yet  a  decade  later, 
there  still  is  no  right  to  know  if  you  have  been  exposed  to  HIV.  In  fact,  the  Texas 
Supreme  Court  ruled  in  1998  that  there  is  "no  statutory  or  common-law  duty  to  no- 
tify" a  woman  "that  she  was  at  risk  of  contracting  the  HIV  virus." 

Stephanie  Williams,  a  black  mother  from  South  Carolina,  who  believed  she  was 
in  a  mutually  monogamous  relationship  was  infected  by  her  boyfriend  who  has  since 
died  of  AIDS.  Pain  McCree,  another  African-American  women,  became  infected  in 
the  same  way.  She  only  became  aware  of  her  status  after  the  man  who  infected  her 
died. 

A  woman  who  works  at  an  inner  city  clinic  in  New  York  was  forced  to  remain 
silent  while  one  of  her  HIV-positive  clients  attempted  to  have  a  baby  with  his  wife 
who  was  unaware  of  his  status.  Another  New  Yorker  only  learned  that  she  was  in- 
fected by  her  husband  after  their  child  was  diagnosed  with  AIDS  during  an  autopsy. 
A  Hispanic  woman  from  the  Bronx  discovered  her  status  when  her  husband  lay 
djdng  of  a  disease  with  no  name  and  a  counselor  at  the  hospital  suggested  that  she 
be  tested  for  HIV. 

These  are  not  isolated  incidents.  All  of  these  women  were  allowed  to  become  in- 
fected by  people  they  trusted.  They  did  not  know  they  were  at  risk  and  no  one 
warned  them.  In  some  cases,  the  law  forbade  them  from  being  notified.  Partner  noti- 
fication is  a  simple  matter  of  Ufe  and  death.  And  all  too  often,  silence  does  indeed 
equal  death. 

As  more  women  become  infected  with  HIV,  more  children  have  become  affected 
by  AIDS  as  well.  Science,  however,  has  provided  a  great  opportunity  to  prevent  most 
children  from  becoming  infected  themselves. 

One  of  the  most  promising  victories  in  the  battle  against  AIDS  was  the  1994  find- 
ing that  administration  of  the  drug  ZDV  during  pregnancy  and  childbirth  could  sig- 
nificantly reduce  the  chance  that  a  child  of  an  HW-positive  mother  would  be  in- 
fected. Using  Caesarean  section  during  birth,  coupled  with  ZDV,  has  been  found  to 
nearly  eliminate  mother-to-child  HIV  transmission.  Even  if  treatment  begins  shortly 
after  birth,  transmission  can  still  be  considerably  reduced  according  to  a  more  re- 
cent study. 
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Despite  these  medical  miracles,  a  significant  number  of  women  still  are  not  tested 
for  HIV  during  their  pregnancy.  As  a  result,  countless  children  are  needlessly  in- 
fected every  year  with  this  incurable,  devastating  disease  that  will  prematurely  and 
unnecessarily  claim  their  hves. 

Five  years  ago,  the  House  overwhelmingly  passed  a  Ryan  White  reauthorization 
bill  which  would  have  required  all  pregnant  women  to  be  counseled  and  offered  an 
HIV  test.  In  the  case  that  a  woman  did  not  receive  prenatal  care  or  her  HIV  status 
was  otherwise  unknown,  the  newborn  would  be  tested.  This  approach  ensured  that 
no  woman  or  child  was  left  to  slip  through  the  cracks.  The  importance  of  such  a 
poUcy  was  underscored  just  this  week  by  a  study  printed  in  the  Journal  of  the 
American  Medical  Association,  which  found  that,  infants  are  put  at  a  significant 
risk  of  becoming  infected  from  their  mothers  by  breast-feeding. 

As  you  know,  the  conference  committee  rejected  the  House  position  and  instead 
asked  the  Institute  of  Medicine  (lOM)  to  examine  the  issue  and  make  a  rec- 
ommendation. 

A  year  and  a  half  ago — with  Little  fanfare — the  lOM  issued  its  recommendation 
which  urged  "the  adoption  of  a  national  policy  of  universal  HIV  testing,  with  patient 
notification,  as  a  routine  component  of  prenatal  care.  This  position  has  been  en- 
dorsed by  the  American  Medical  Association,  the  American  College  of  Obstetricians 
and  Gynecologists  and  the  American  Academy  of  Pediatrics.  Congress  should  follow 
suit  and  enact  this  recommendation  which  it  requested. 

No  one  will  ever  know  how  many  babies  died  because  we  failed  to  address  this 
issue  during  the  last  reauthorization.  We  must  not  condemn  any  more  babies  to 
early  deaths. 

In  addition  to  women  and  children,  communities  of  color  are  increasingly  affected 
by  HIV/AIDS.  To  better  address  the  ever  changing  demographics  of  the  epidemic  we 
must  shift  our  focus  from  AIDS,  the  end  stage  of  the  disease,  to  HIV.  The  current 
Ryan  White  CARE  Act  formulas  award  grants  to  cities  and  states  based  upon  AIDS 
data.  Because  AIDS  is  the  last  stage  of  HIV  disease  and  develops  on  average  ten 
or  more  years  after  infection,  this  formula  is  blind  to  the  current  extent  of  the  epi- 
demic. This  means  that  women,  African-Americans  and  other  demographic  groups 
which  have  experienced  significant  increases  in  new  HIV  infections  that  have  not 
yet  progressed  to  AIDS  have  been  neglected,  shortchanged  and  often  left  to  fend  for 
themselves. 

By  refocusing  funding  formulas  fi-om  AIDS  to  HIV  cases,  these  groups  will  not 
only  be  ensured  more  adequate  federal  support,  but  they  will  also  be  guaranteed 
a  greater  role  in  determining  how  these  ftinds  are  spent  at  the  local  level  since  plan- 
ning councils  are  required  by  law  to  reflect  the  demographic  make-up  of  the  epi- 
demic in  an  area.  As  long  as  these  formulas  are  based  upon  AIDS  data,  federal  re- 
sources will  be  directed  to  where  the  epidemic  was  a  decade  ago  rather  than  where 
it  is  today  and  where  it  is  headed. 

There  are  many  other  issues  which  we  should  address  during  the  reauthorization 
process.  We  must  ensure  that  all  states  are  provided  adequate  funding  for  their 
AIDS  Drug  Assistance  Programs  (ADAP).  Cities  and  states  should  be  given  in- 
creased flexibility  to  use  CARE  Act  funds  to  best  meet  the  health  care  needs  of  indi- 
viduals within  their  jurisdictions.  And  because  we  want  to  maximize  the  amount  of 
our  federal  commitment  that  goes  directly  to  those  affected,  we  need  to  simplify 
grant  applications  and  reduce  unnecessary  paperwork  that  consumes  the  time, 
money  and  resources  of  those  who  are  on  the  front  lines  of  the  epidemic. 

At  the  same  time,  we  need  to  ensure  that  federal  funds  reach  those  for  who  it 
is  intended  for — those  affected  by  HIV/AIDS.  According  to  the  Office  of  Special  In- 
vestigations of  the  General  Accounting  Office,  the  Ryan  White  CARE  Act  is  "ripe" 
for  fi-aud  and  abuse. 

In  Puerto  Rico,  $2.2  million  of  federal  AIDS  funds  were  found  to  be  defrauded. 
More  than  ten  people  have  been  convicted  in  this  case  already  and  the  investigation 
is  ongoing.  This  money — intended  for  those  living  with  HIV/AIDS — was  instead 
spent  on  political  campaigns,  bribes  and  personal  uses.  This  is  not  an  isolated  inci- 
dent as  there  have  been  several  similar  high  profile  cases  during  recent  years  in 
Florida,  North  Carolina  and  Texas. 

An  audit  in  California  found  that  mismanagement  at  the  Los  Angeles  County 
AIDS  program  led  to  over  a  half  million  dollars  being  spent  on  employees  who  didn't 
provide  MDS  services  and  ineffective  monitoring  of  other  federally  funded  pro- 
grams. The  audit  found  that  the  county  AIDS  office  monitored  only  13  of  the  241 
contracts  it  awards  each  year  to  groups  providing  $74  million  worth  of  care  and 
services.  More  than  two-thirds  of  the  contractors  reviewed  by  the  auditors  provided 
services  "at  levels  below  contractual  requirements."  In  one  case,  a  contractor  was 
paid  $90,000  annually  to  treat  400  adolescent  clients,  but  had  provided  services  to 
only  10  during  the  first  five  months. 
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While  these  deplorable  incidents  do  not  reflect  the  vast  majority  of  the  good  inten- 
tioned  and  dedicated  organizations  and  individuals  receiving  federal  support  to  pro- 
vide HIV/AIDS  care,  the  amount  of  money  that  has  been  stolen  and  misused  is 
alarming.  It  is  particularly  unfortunate  when  we  consider  the  impact  in  human 
terms.  How  many  more  patients  could  have  been  cared  for  with  this  money?  How 
many  more  states  with  budget  constraints  could  have  expanded  their  drug  assist- 
ance programs?  How  many  more  lives  could  have  been  saved? 

All  in  all,  I  believe  we  have  two  underlying  goals  for  the  Ryan  White  CARE  Act. 
We  must  first  make  prevention  the  priority.  Even  one  new  case  of  HIV  that  could 
have  been  prevented  is  unacceptable.  Forty-thousand  more  new  infections  this  year 
is  a  failure.  Second,  we  must  ensure  that  we  do  not  leave  anyone  behind  by  focusing 
on  only  AIDS  and  ignoring  those  with  HIV.  Such  shortsightedness  has  left  many 
communities  unprepared  for  the  devastation  that  they  now  confront.  We  must  be 
sure  they  no  longer  have  to  face  these  challenges  alone. 

Thank  you  again  for  the  opportunity  to  testify.  I  look  forward  to  working  with  all 
of  you  to  update  and  reauthorize  this  very  important  program. 

Prepared  Statement  of  David  Satcher,  M.D. 
introduction 

Thank  you  for  this  opportunity  to  speak  before  you  at  this  important  hearing  on 
the  Ryan  White  CARE  Act  as  you  consider  the  reauthorization  of  this  program.  The 
CARE  Act,  as  it  is  called  in  brief,  has  been  a  cornerstone  of  our  public  health  re- 
sponse to  the  HIV/AIDS  epidemic  in  this  country  since  1990,  taking  effect  in  a  time 
when  hospitals  and  emergency  rooms  were  struggling  to  take  care  of  ever  increasing 
numbers  of  people  critically  ill  and  dying  from  AIDS.  Since  those  days,  the 
steadying  effect  of  developing  a  network  of  community-based  health  and  social  serv- 
ices, and  the  advent  and  availability  of  effective  treatments  through  the  Ryan  White 
CARE  Act,  has  led  to  more  individuals  living  longer  and  healthier  lives  as  produc- 
tive members  of  their  communities. 

As  we  witness  the  dramatic  changes  taking  place  in  other  nations  of  the  world 
now  confronting  exploding  epidemics  of  HIV/AIDS,  we  recognize  that  the  course  of 
the  HIV  epidemic  in  the  United  States  is  also  changing.  The  hope  and  promise  of 
effective  treatment  is  balanced  by  sobering  realities  that  the  HIV  epidemic  is  in- 
creasingly affecting  members  of  racial  and  ethnic  minority  communities,  as  well  as 
vulnerable  groups  such  as  youth,  those  struggling  with  substance  abuse  addictions, 
mental  illness,  homelessness,  the  poor  and  those  who  are  uninsured  or  under- 
insiu*ed.  We  face  the  challenges  of  caring  for  an  ever  increasing  number  of  individ- 
uals living  with  HIV  disease — a  disease  with  no  cure  in  sight — for  which  the  treat- 
ment regimens  are  comphcated  and  costly. 

In  this  changing  environment,  the  Ryan  White  CARE  Act  is  more  important  than 
ever.  The  availability  of  quality  primary  care  and  the  services  needed  to  adhere  to 
difficult  treatment  regimens  is  essential,  if  we  are  to  continue  to  make  progress 
against  this  relentless  disease.  While  our  prevention  efforts  are  geared  to  reducing 
new  infections,  those  living  with  the  disease  must  be  embraced  in  appropriate,  qual- 
ity care  and  services  that  have  proven  to  be  lifesaving  and  cost-effective.  To  ensure 
this,  the  reauthorization  of  the  Ryan  White  CARE  Act  is  one  of  the  Department's 
top  legislative  priorities  for  Fiscal  Year  2000. 

Today  I  would  like  to  offer  you  a  brief  overview  of  the  HIV/AIDS  epidemic  in  the 
United  States,  as  it  is  affecting  individuals,  communities,  and  the  systems  of  care 
designed  to  serve  them.  This  is  followed  by  a  discussion  of  the  Ryan  White  CARE 
Act  programs  and  the  role  these  play  in  providing  essential  services  to  persons  liv- 
ing with  HIV/AIDS.  Finally,  I'd  like  to  address  some  of  the  challenges  that  the  De- 
partment is  working  to  address  as  we  continue  to  refine  and  improve  our  ability  to 
provide  high  quality  services  to  all  people  living  with  HIV  disease  who  need  this 
assistance. 

overview  of  THE  EPIDEMIC 

The  HIV/AIDS  epidemic  has  taken  a  heavy  toll  on  the  United  States  since  it  was 
first  identified  in  1981.  Over  688,000  Americans  have  been  diagnosed  with  AIDS, 
and  more  than  410,000  men,  women  and  children  have  lost  their  lives  to  this  dis- 
ease. The  Centers  for  Disease  Control  and  Prevention  has  estimated  that  between 
625,000  and  900,000  individuals  are  living  with  HIV/AIDS  in  the  U.S.  today.  The 
number  of  new  AIDS  cases  reported  each  year  has  been  sloping  downward,  with 
47,887  new  cases  reported  to  the  CDC  in  1998.  However,  AIDS  cases  no  longer  serve 
as  a  close  surrogate  for  the  numbers  of  individuals  who  need  medical  care  and  serv- 
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ices,  as  appropriate  care  and  effective  therapies  can  now  extend  the  years  of  produc- 
tive life  with  HIV  disease. 

In  recent  years,  estimates  of  the  number  of  new  HIV  infections  occurring  each 
year  have  stabiUzed  around  40,000.  Within  the  last  four  years,  there  have  been  dra- 
matic decHnes  in  the  numbers  of  deaths  due  to  AIDS,  due  in  large  part  to  effective 
antiretroviral  therapies  and  access  to  health  care  services  such  as  those  supported 
through  the  Ryan  White  CARE  Act  programs.  In  1998,  approximately  17,100  per- 
sons died  of  AIDS.  It  is  important  to  note  that  these  reductions  in  death  rates  have 
not  been  achieved  equally  across  all  racial  and  ethnic  groups — as  AIDS  remains  the 
leading  cause  of  death  among  African  Americans  25-44  years  of  age  despite  its  na- 
tional ranking  as  the  14  leading  cause  of  death.  However,  putting  other  factors 
aside  for  the  moment,  the  math  is  quite  straightforward  and  simple  more  people  are 
living  with  HIV/AIDS  for  longer  periods,  increasing  the  overall  demand  for  medical 
care  and  those  services  needed  to  access  and  benefit  from  that  care. 

It  is  very  clear  that  the  numbers  alone  do  not  tell  the  story  of  the  impact  of  HIV/ 
AIDS  on  our  communities  and  health  care  systems.  The  demographics  of  the  epi- 
demic have  been  steadily  changing,  with  the  majority  of  new  AIDS  cases  reported 
among  racial  and  ethnic  minority  populations,  and  groups  that  traditionally  have 
faced  many  barriers  to  accessing  health  care  services.  In  1998,  white  Americans  who 
account  for  73  percent  of  the  U.S.  population  represented  34  percent  of  newly  re- 
ported AIDS  cases.  By  comparison,  African  Americans  who  comprise  12  percent  of 
the  population  accounted  for  45  percent  of  new  AIDS  cases,  and  60  percent  of  new 
AIDS  cases  among  women.  Persons  of  Hispanic  descent  were  also  disproportionately 
impacted,  accounting  for  20  percent  of  new  AIDS  cases  compared  to  their  10.8  per- 
cent representation  in  the  population. 

A  closer  look  at  who  is  being  affected  by  HIV  shows  that  the  proportion  of  new 
AIDS  cases  occurring  among  women,  and  new  HIV  infections  among  youth,  are  in- 
creasing. Women  accounted  for  23  percent  of  new  AIDS  cases  in  1998,  with  80  per- 
cent among  racial  minorities. 

Two  of  eveiy  three  women  living  with  HIV  disease  are  believed  to  be  mothers  of 
at  least  one  child  less  than  19  years  of  age,  extending  the  impact  of  this  disease 
to  their  children.  Youth  are  also  at  risk  for,  and  increasingly  affected  by,  HIV/AIDS. 
As  many  as  half  of  all  new  infections  are  occurring  in  people  under  the  age  of  25, 
and  one  quarter  of  all  new  HIV  infections  occur  in  persons  under  the  age  of  22 
years.  This  population  presents  special  challenges,  as  individuals  may  live  without 
symptoms  for  years.  When  adolescent's  and  youth  become  ill,  they  are  more  likely 
to  be  uninsured  without  ongoing  health  care  and  to  use  systems  in  an  episodic  man- 
ner. 

The  impact  of  the  HIV  epidemic  on  communities  and  systems  of  care  is  also  af- 
fected by  the  large  numbers  of  persons  infected  through  substance  abuse  particu- 
larly injection  drug  use — and  those  living  with  other  concurrent  medical  and  social 
problems  such  as  mental  illness,  homelessness,  and  poverty.  Forty  three  percent  of 
cumulative  AIDS  cases  among  women,  and  twenty  two  percent  among  men,  are  at- 
tributed to  injection  drug  use.  The  presence  of  comorbidities  such  as  substance 
abuse  addiction  and  mental  illness  impacts  an  individual's  ability  to  make  healthy 
decisions,  access  health  services,  and  comply  with  treatment  regimens.  These 
present  unique  challenges  to  the  delivery  of  ongoing  quality  medical  care  and  pre- 
vention interventions. 

GENERAL  TRENDS  IN  HIV/AmS  CARE 

Financing 

As  with  other  diseases,  the  health  care  system  for  the  delivery  of  HIV/AIDS  care 
comprises  a  mix  of  public  and  private  financing  sources  and  care  delivery  systems. 
However,  HIV/AIDS  disproportionately  strikes  individuals  who  are  poor  and  under 
or  uninsured  and  a  greater  proportion  of  persons  newly  infected  with  HIV  or  re- 
cently diagnosed  with  AIDS  rely  on  publicly  supported  health  care  programs. 

In  1998,  results  from  a  study  of  a  nationally  representative  sample  of  HIV-posi- 
tive adults  receiving  medical  care  in  the  United  States  [the  HIV  Cost  and  Services 
Utilization  Study  (HCSUS)]  were  published  in  the  New  England  Journal  of  Medi- 
cine. This  study  found  that  20  percent  of  persons  had  no  public  or  private  insurance, 
29  percent  were  enrolled  in  Medicaid,  and  32  percent  had  private  insurance.  The 
HCSUS  data  for  1996  found  that  the  annual  household  incomes  of  seventy  two  per- 
cent of  HIV-infected  adults  was  less  than  $25,000,  with  forty  six  percent  of  house- 
holds below  an  annual  income  of  $  10,000.  A  second  analysis  conducted  on  the 
HCSUS  data  base  comparing  the  patient  characteristics  of  CARE  Act  providers  com- 
pared to  non-CARE  Act  providers  found  that  CARE  Act  providers  were  more  likely 
to  treat  persons  who  have  no  public  or  private  health  insurance  [28%  vs.  6%],  who 
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are  of  racial  minority  [60%  vs.  38%],  are  women  [26%  vs  18%],  have  not  completed 
high  school  [39%  vs.  19%],  and  have  annual  incomes  less  than  $10,000  [55%  vs. 
34%]. 

Currently  the  IVIedicaid  program  is  the  largest  public  payor  (with  state  and  Fed- 
eral governments  paying  approximately  $3.9  billion)  for  HIV/AIDS  care,  with  Medi- 
care as  the  second  largest  payor  with  $1.5  billion  in  FY99.  Up  to  half  of  all  individ- 
uals with  an  AIDS  diagnosis  are  receiving  care  under  the  IVIedicaid  program.  Adults 
with  HIV  infection  do  not  usually  become  eligible  for  IVIedicaid  until  they  become 
disabled  by  their  HIV  disease  (usually  concurrent  with  an  AIDS  diagnosis),  unless 
they  qualify  under  alternative  eligibility  criteria  (e.g.  pregnant  women  with  chil- 
dren). Current  guidelines  for  the  treatment  of  HIV  infection  recommend  initiating 
antiretroviral  drugs  at  an  earlier  stage  of  disease  prior  to  the  profound  compromise 
of  the  immune  system  which  is  the  hallmark  of  full  blown  AIDS.  Expenditures  in 
the  Medicare  program  have  been  increasing  by  between  $100  million  to  $200  million 
annually  over  the  last  5  years  as  the  AIDS  disabled  population  has  lived  longer  with 
new  treatments. 

The  Ryan  White  CARE  Act  Programs  provided  nearly  25  percent  of  the  Federal 
funding  for  the  delivery  of  HlV-related  health  care  services.  The  majority  of  these 
funds— 64  percent  in  1998 — were  used  for  medical  care  and  treatment.  An  addi- 
tional 23  percent  were  used  to  fiind  support  services  that  improve  coordination  of 
care  and  increase  the  ability  of  individuals  to  access  care  and  benefit  from  medical 
management  and  treatment. 

Estimated  Numbers  in  Care 

The  HCSUS  study  also  estimated  that  335,000  persons  with  HIV  disease  were  re- 
ceiving at  least  some  health  care  for  their  HIV  disease  in  1996.  For  this  same  time, 
the  CDC  estimated  the  prevalence  of  HIV/AIDS  to  be  between  650,000  to  900,000 
persons,  of  whom  an  estimated  550,000  persons  were  aware  of  their  HIV  positive 
status.  Using  these  estimates,  approximately  215,000  may  be  aware  of  their  HIV 
status  but  not  seeking  care  for  their  illness.  The  reasons  for  this  are  not  well  char- 
acterized by  systematic  research,  and  may  range  widely  from  lack  of  understanding 
of  HIV  and  medical  interventions,  fear  of  disclosing  HIV  status,  lack  of  access  to 
culturally  sensitive  care,  barriers  in  accessing  necessary  ancillary  services  such  as 
mental  health  and  substance  abuse  services,  child  care,  case  management,  transpor- 
tation, and  others. 

Patterns  in  Care 

The  medical  management  of  HIV  disease  has  changed  significantly  with  the  ad- 
vent of  multiple  effective  antiretroviral  medications,  in  particular  the  discovery  of 
the  class  of  drugs  known  as  protease  inhibitors.  Unlike  the  years  prior  to  1995, 
when  the  primary  therapeutic  tools  were  treatment  for  opportunistic  infections  and 
the  benefits  of  antiretrovirals  were  yet  under  study,  there  are  now  14  approved 
antiretroviral  drugs  for  the  treatment  of  HIV/AIDS.  Now  there  are  countless  exam- 
ples of  individuals,  once  desperately  ill,  regaining  their  health  and  returning  to 
work.  Rates  of  inpatient  hospitalization  have  plummeted,  and  deaths  due  to  AIDS 
have  declined  sharply. 

The  U.S.  Public  Health  Service  has  issued  recommended  treatment  guidelines  for 
the  use  of  antiretretroviral  medications  for  HIV-infected  adults  and  adolescents,  for 
pediatric  HIV/AIDS,  and  for  the  reduction  of  perinatal  HIV  transmission  and  treat- 
ment of  maternal  HIV  disease.  New  knowledge  about  the  emergence  of  resistance 
to  specific  drug  combinations,  combined  with  laboratory  monitoring  techniques  to 
assess  extent  and  progression  of  disease,  has  made  the  medical  management  of  HIV 
increasingly  complex,  particularly  for  primary  care  providers  without  specific  train- 
ing in  HIV. 

A  critical  factor  in  the  success  of  any  antiretroviral  regimen  is  the  ability  of  the 
person  with  HIV  disease  to  adhere  to  the  dosing  schedules  and  dietary  restrictions 
recommended  for  that  regimen,  in  order  to  maximize  the  drug  benefit  and  minimize 
the  emergence  of  drug  resistance.  Certain  medications  require  refrigeration.  Others 
have  distressing  side  effects  so  severe  that  clients  need  assistance  to  manage  them, 
or  find  the  regimen  intolerable.  These  therapeutic  challenges  oflen  necessitate  a 
range  of  support  services  from  Ryan  White  CARE  Act  providers,  especially  for  popu- 
lations also  addressing  issues  of  substance  abuse,  homelessness,  and  poverty. 

COSTS  OF  CARE 

Pressure  on  the  Ryan  White  CARE  Act  funds  has  increased  in  recent  years  be- 
cause of  the  changing  paradigm  beneath  HIV/AIDS  treatment  costs:  while  the  nimi- 
ber  and  duration  of  hospitalizations  has  fallen,  outpatient  costs  have  risen  sharply 
and  will  continue  to  do  so  for  the  foreseeable  future  with  greater  numbers  of  indi- 
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viduals  living  with  HIV  disease  for  longer  periods.  Moreover,  a  growing  proportion 
of  those  hving  with  HIV/AIDS  are  women,  youth,  and  minorities  -populations  that 
have  historically  lacked  private  health  insurance  and  who  are  more  likely  to  have 
other  medical  problems  in  addition  to  HIV  infection.  However,  no  issue  has  been  a 
greater  factor  in  rising  outpatient  costs  than  highly  active  antiretroviral  therapy 
(HAART). 

People  hving  with  HIV  disease  are  Uving  longer,  as  a  benefit  of  HAART,  and  are 
turning  to  Ci^E  Act  providers  for  cHnical  and  other  services  in  increasing  numbers, 
even  as  the  number  of  new  AIDS  cases  drops.  The  annual  costs  of  HAART  can  be 
$12,000  or  higher,  in  addition  to  other  health  care  costs  associated  with  treating 
HIV  disease,  also  requiring  speciaUsts  educated  and  experienced  in  the  challenges 
of  administering  HAART  and  treating  illnesses  common  among  HIV-positive  per- 
sons. 

The  demand  for  HAART  medications,  and  the  clinical  and  laboratory  monitoring 
associated  with  these,  has  grown  dramatically.  Between  1996  and  1999,  enrollment 
in  Ryan  White  funded  AIDS  Drug  Assistance  Programs  (ADAPs)  increased  by  near- 
ly 40,000  individuals,  a  53  percent  increase.  As  these  individuals  stay  healthier 
longer  and  may  not  be  eUgible  for  Medicaid  in  most  States,  they  are  remaining  on 
ADAP  rolls  for  longer  periods  of  time.  Not  all 

people  with  HIV  disease  will  choose  to  use  combination  therapy.  However,  with 
continued  improvement  in  treatment  options  and  the  PHS  antiretroviral  guideUnes 
recommending  earUer  intervention  with  combination  therapy,  the  number  of  people 
seeking  to  learn  their  status,  entering  primary  care,  and  seeking  clinically  appro- 
priate access  to  pharmaceutical  treatment  has  increased  over  time. 

Projecting  the  future  costs  of  ADAP  programs  has  been  difficult.  Some  State 
ADAPs  report  limited  formularies,  waiting  lists,  and  more  restricted  access  to  spe- 
cific drugs  on  formularies  because  of  increased  demand  on  their  programs.  In  1999, 
22  States  were  unable  to  cover  persons  with  income  levels  above  200  percent  of  Fed- 
eral poverty  level.  Seven  States  continue  to  place  restrictions  on  their  ADAP 
formularies.  It  is  clear  that  significant  demand  exists  for  both  prescription  drugs 
and  underlying  primary  care  services  necessary  to  deliver  the  treatments. 

Disparities  in  Health  Outcomes 

The  disparities  noted  earlier  in  terms  of  unequal  reductions  in  the  death  rates 
due  to  HIV/AIDS  among  racial  and  ethnic  populations  are  observed  earlier  in  the 
treatment  setting.  The  HCSUS  study  clearly  demonstrated  that,  although  improve- 
ments in  care  could  be  documented,  disparities  continue  to  exist  between  certain 
groups  in  their  ability  to  access  and  receive  quality  care  for  their  HIV  disease.  Indi- 
viduals from  racial  and  ethnic  minority  groups,  women,  and  the  uninsured  of  all 
ages  were  among  those  most  likely  to  receive  inadequate  or  inappropriate  care,  as 
evidenced  by  appropriate  selection  of  antiretroviral  treatments  and  prophylaxis  for 
opportunistic  infections.  There  are  many  possible  contributing  factors  to  these  find- 
ings, including  lack  of  provider  expertise  in  the  management  of  HIV  disease,  fiscal 
barriers  to  receipt  of  services  or  medications,  individual  circumstances  of  dual  diag- 
noses of  mental  illness  or  substance  abuse,  and  unstable  housing  which  may  affect 
the  provider's  wiUingness  to  prescribe  HAART,  among  others.  Support  services  often 
play  an  essential  role  in  enabling  individuals  to  access  and  remain  in  care  and 
achieve  better  health  outcomes.  Identifying  and  addressing  the  contributing  factors 
within  the  health  care  setting  that  lead  to  unequal  and  suboptimal  care  and  health 
outcomes  will  be  a  critical  activity  throughout  all  the  Ryan  White  CARE  Act  pro- 
grams this  year  and  in  the  future. 

THE  ROLE  OF  THE  RYAN  WHITE  CARE  ACT  PROGRAM 

The  Ryan  White  CARE  Act  has  played  a  central  role  in  the  public  health  response 
to  the  HIV/AIDS  epidemic.  It  has  been  very  clear  that  we  are  not  going  to  get  ahead 
of  this  epidemic  unless  we  are  able  to  reach  out,  engage  and  enter  people  living  with 
the  disease  into  systems  of  health  care  and  support  services.  Even  as  our  systems 
for  HIV  prevention  reach  out  and  work  to  reduce  the  number  of  new  HIV  infections, 
our  abihty  to  curtail  the  epidemic  is  directly  related  to  the  abiUty  to  enter  and  re- 
tain affected  persons  in  systems  of  care. 

A  hallmark  of  the  Ryan  White  CARE  Act  programs  has  been  the  provision  of  es- 
sential health  and  social  services  to  persons  and  families  experiencing  serious  levels 
of  medical  and  social  service  needs  related  to  HIV  disease  who  have  few,  if  any,  re- 
sources of  their  own.  For  many,  the  Ryan  White  CARE  Act  has  become  the  final 
safety  net  for  essential  HIV-related  services.  The  CARE  Act  has  afforded  the  ability 
to  develop  flexible  systems  of  community-based  care,  responsive  to  the  local  demo- 
graphics and  institutions  through  which  to  deliver  care  and  services.  As  the  demo- 
graphics of  the  epidemic  move  increasingly  into  more  disenfranchised  populations. 
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the  importance  of  a  community-based  response  able  to  interface  with  and  respond 
to  vulnerable  populations  increases. 

The  basic  structure  of  the  CARE  Act  has  been  extremely  durable  over  time.  Title 
I  has  provided  urgent  assistance  to  Eligible  Metropolitan  Areas  (EMAs)  with  over 
2000  living  AIDS  cases  .  The  Title  II  program  has  provided  funds  to  States  to  im- 
prove the  quality,  availability,  and  organization  of  HIV/AIDS  health  care  and  sup- 
port services,  and  to  provide  access  to  costly  pharmaceuticals  through  the  AIDS 
Drug  Assistance  Program  (ADAP).  Title  III  supports  outpatient  comprehensive  HIV 
care,  including  early  intervention  services,  for  low  income,  medically  underserved  in- 
dividuals and  has  assisted  in  the  development  of  new  capacity  for  these  services  in 
rural  and  underserved  areas  through  planning  grants.  Title  IV  provides  comprehen- 
sive, community-based,  family-centered  services  to  children,  youth  and  women  living 
with  HIV  and  their  families,  and  facilitates  access  of  these  populations  to  clinical 
trials.  The  AIDS  Education  and  Training  Centers  (AETC)  Program  supports  edu- 
cation and  training  of  health  care  providers  who  counsel,  diagnose,  treat  and  man- 
age care  for  individuals  with  HIV  infection  and  to  help  prevent  high  risk  behaviors 
that  cause  infection.  The  Special  Projects  of  National  Significance  (SPNS)  program 
supports  the  development  and 

evaluation  of  innovative  HIV/AIDS  service  delivery  models  that  have  potential  for 
replication,  locally  and  nationally.  Finally,  the  HIV/AIDS  Dental  Reimbursement 
Program  assists  accredited  dental  schools  and  postdoctoral  dental  education  pro- 
grams with  uncompensated  costs  incurred  in  providing  oral  health  treatment  to  pa- 
tients with  HIV  disease. 

The  Ryan  White  CARE  Act  Programs  have  continued  to  serve  growing  numbers 
of  individuals  with  HIV/AIDS.  An  estimated  500,000  clients  were  served  through  Ti- 
tles I  and  II  in  1997,  including  110,000  individuals  receiving  assistance  in  accessing 
medications  for  their  HIV  disease.  The  majority  of  these  services  were  received  by 
persons  of  racial  and  ethnic  minorities  (  in  Title  1,  African  Americans  45%,  Hispanic 
21%;  Title  II — ^African  American  43%,  Hispanic  19%;  Title  III — ^African  American  3 
1  %,  Hispanic  23%;  Title  IV— African  American  58%,  Hispanic  23%). 

The  trends  of  how  these  resources  are  spent  across  categories  of  services  has 
changed  over  time,  reflecting  in  part  the  benefits  of  new  therapies  and  increased 
need  for  support  services  linked  with  primary  medical  care  as  the  epidemic  has 
moved  into  more  vulnerable  and  marginalized  populations.  Between  1996  and  1999, 
the  following  changes  in  expenditures  for  specific  services  were  reported: 

14.8  percent  decline  in  hospice  care 

28.4  percent  decline  in  day/respite  care 

57  percent  decline  in  home  and  community  care  (Title  II  program) 
62.4  percent  decline  in  rehabilitation  services 

5.2  percent  increase  ($10  million)  in  substance  abuse  counseling  and  treatment 

8.4  percent  increase  ($46  million)  in  medical/dental  treatment 

16.2  percent  increase  ($6  million)  in  client  advocacy 

22.1  percent  increase  ($11  million)  in  nutrition/food  services 

28.6  percent  increase  ($6  million)  in  emergency  assistance 

CHALLENGES  FOR  THE  FUTURE 

The  Ryan  White  CARE  Act  has  been  widely  successful  across  this  country  in 
reaching  out  and  providing  essential  health  care  services  to  people  living  with  HIV/ 
AIDS.  The  measures  of  progress  are  visible,  in  dropping  death  rates,  dramatic  de- 
clines in  inpatient  hospitalization,  and  individuals  regaining  better  levels  of  health 
and  able  to  return  to  work  and  community  activities.  At  the  same  time,  there  are 
clear  signs  that  all  people  living  with  HIV  are  not  benefitting  equally  from  these 
advances  in  treatment  and  care.  Now,  with  effective  and  life  prolonging  new  treat- 
ments available,  a  strong  focus  must  be  placed  on  ensuring  all  individuals  living 
with  HIV  disease  are  embraced  in  systems  of  quality  medical  care,  with  access  to 
lifesaving  therapies  and  those  support  services  necessary  to  realize  their  benefit. 

As  this  Committee  moves  forward  to  consider  the  reauthorization  of  the  Ryan 
White  CARE  Act,  the  Department  is  recommending  several  modest  legislative 
changes  to  the  existing  law  designed  to  improve  and  expand  access  to  care,  increase 
accountability,  and  enhance  service  capacity  in  underserved  urban  and  rural  com- 
munities. Each  of  these  legislative  recommendations  is  described  below: 

Increase  Access  to  Care  for  Vulnerable  Populations 

HHS  shall  work  with  Title  I  planning  councils,  States,  and  experts  in  the  field 
to  develop  and  implement  activities  including:  estimates  of  the  number  of  HIV-in- 
fected individuals  in  the  region  covered  by  the  grant  (including  persons  not  cur- 
rently receiving  HIV-related  health  care,  including  women  and  including  piersons 
with  addictive  disorders);  conduct  needs-assessment  activities  among  population 
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with  HIV  disease  in  the  community,  including  those  not  in  care,  in  order  to  estab- 
lish service  needs;  and  application  of  such  estimates  and  needs-assessment  informa- 
tion in  planning  for  services. 

Grantees  under  Titles  I  and  II  shall  develop  strategies  for  making  optimal  use  of 
financial  assistance  available  under  State  Medicaid  and  State  Children's  Health  In- 
surance Program  plans  to  cover  HIV-related  health  care  costs  of  eligible  individuals 
when  planning  for  services  and  allocating  funds. 

Grantees  shall  establish  referral  relationships  between  Ryan  White  providers  and 
other  health  care  providers  that  serve  as  key  points  of  access  to  the  health  care  sys- 
tem, for  example,  emergency  rooms,  family  planning  clinics,  substance  abuse  treat- 
ment facilities,  adult  and  juvenile  detention  centers,  and  others. 

Allow  use  of  Titles  I  and  II  funds  for  early  intervention  services  at  key  points  of 
entry  to  the  health  care  system  and  among  Ryan  White  service  programs  for 
purposed  of  identifying  persons  needing  HIV  care  and  bringing  them  into  care, 
where  no  other  Federal,  State,  or  local  funds  are  available. 

Expand  eligibility  of  the  Dental  Reimbursement  Program  to  include  community 
health  centers  in  order  to  expand  services  to  smaller  metropolitan  and  rural  areas. 

Implement  a  Title  II  AIDS  Drug  Assistance  Program  (ADAP)  incentive  program 
to  assist  certain  States  in  expanding  access  to  HIV-related  treatments. 

Assess  and  Improve  Quality  of  Services 

HHS  shall  work  with  Title  I  Planning  Councils,  States,  and  experts  in  the  filed 
to  develop  and  implement  a  quality  management  program  for  all  grantees  in  order 
to  develop  performance  measures,  establish  an  assessment  process,  and  use  infor- 
mation to  improve  the  quality  of  medical  and  support  services. 

HHS  shall  allow  grantees  to  use  additional  resources  for  quality  management  pro- 
grams. 

Ensure  that  social  support  services  funded  under  the  Act  shall  be  related  to  im- 
proved access  to  health  services  and  outcomes. 

Capacity  Development 

Enhance  EMA  and  State  activities  under  Titles  I  and  II  related  to  assessing  needs 
for  and  implementing  capacity  development  activities  for  low-income,  historically 
underserved  communities,  in  order  to  promote  access  to  primary  care  services. 

Expand  Title  III  planning  grants  activities  to  include  capacity  development  grants 
of  up  to  $150,000  for  a  period  of  up  to  3  years  to  enhance  the  delivery  and  benefits 
of  HIV  primary  care  services  to  low-income,  historically  underserved  communities. 

Comprehensive  Study  of  Financing  and  Development  of  HIV  Services 

HHS  shall  request  a  study  of  the  delivery  and  financing  of  HIV  services  among 
low-income,  under  and  uninsured  individuals  with  HIV  disease  conducted  by  the 
National  Academy  of  Sciences  Institute  of  Medicine. 

The  purpose  of  the  study  is  to  examine  key  factors  with  the  effective  and  efficient 
financing  and  delivery  of  HIV  services.  We  expect  that  the  study  would  include 
CARE  Act  financing  of  services  in  relation  to  the  existing  public  (e.g.  Medicaid, 
Medicare)  and  private  health  services,  general  demographics  (race/ethnicity,  pov- 
erty, age  urban/rural,  etc.)  and  comorbidities  (substance  abuse,  mental  health, 
homelessness)  of  members,  regional  variations  in  the  funding  and  costs  of  delivery 
services,  and  available  epidemiologic  tools  and  data  sets  necessary  for  local  and  na- 
tional resource  planning  and  allocation  decisions. 

Other  Recommendations 

Continue  the  Title  IV  relationship  with  research  programs  but  remove  require- 
ments related  to  enrollments  in  clinical  trials. 

Increase  Title  III  administrative  cap  and  establish  Title  IV  administration  cap. 

The  Department  stands  ready  to  be  of  assistance  to  this  Committee  and  Congress 
to  achieve  the  important  goal  of  reauthorizing  the  Ryan  White  CARE  Act  this  year. 
Thank  you  for  your  commitment  and  vision  to  keep  the  hope  of  this  vital  program 
alive  for  the  thousands  of  Americans  whose  lives  depend  on  it. 

Prepared  Statement  of  Sandra  Thurman 

Chairman  Jeffords,  Senator  Kennedy,  and  Members  of  the  Committee.  It  is  with 
mixed  emotions  that  I  appear  before  you  today.  More  than  ten  years  ago — when  we 
embarked  on  this  journey  together — we  had  all  hoped  that  this  hearing  would  not 
be  necessary.  We  yearned  to  believe  that  a  decade  of  slow  but  steady  progress  would 
produce  a  cure  or  a  vaccine — or  that  effective  prevention  efforts  would  reduce  the 
rate  of  new  infections  to  nearly  none.  But  the  fact  of  the  matter  is — that  while  we 
have  much  to  celebrate  today — our  Surgeon  General  has  just  reminded  us  that  the 
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AIDS  pandemic  is  far  from  over.  And  in  many  ways — our  job  now  grows  more  dif- 
ficult, as  HIV/AIDS  moves  most  rapidly  among  traditionally  hard  to  reach  popu- 
lations women,  young  people,  people  of  color,  and  the  poor. 

HIV  and  AIDS  has  touched  communities  in  each  and  every  state  across  this  coun- 
try. And  in  big  cities  and  rural  towns — ^AIDS  continues  to  devastate  individuals, 
families,  and  communities,  leaving  them  impoverished,  suffering  and  in  dire  need 
of  medical  care  and  support.  It  is  for  this  reason — and  a  host  of  others — that  I  come 
to  offer  the  strongest  possible  support  from  the  President  and  the  Administration 
for  this  Committee's  bipartisan  effort  to  reauthorize  the  Ryan  White  CARE  Act. 

Since  its  inception,  the  CARE  Act  has  literally  been  a  lifeline  for  hundreds  of 
thousands  of  Americans  in  need.  And  over  the  years  I  have  had  the  privilege  to  wit- 
ness its  programs  at  work  from  a  variety  of  different  vantagepoints.  As  the  execu- 
tive director  of  AID  Atlanta,  the  oldest  and  largest  AIDS  service  organization  in  the 
South,  I  was  honored  to  work  with  this  Committee  in  1989  on  the  development  of 
this  vitally  important  legislation.  As  a  recipient  of  Title  1  and  Title  2  CARE  Act 
funds,  I  was  proud  to  testify  before  this  Committee  in  1993  on  the  successes  already 
taking  hold  as  a  result  of  your  thoughtful  action.  And  now,  as  director  of  the  White 
House  Office  of  National  AIDS  Policy,  I  am  pleased  to  be  able  to  come  before  you 
again  as  we  chart  our  course  forward — one  which  seeks  to  make  this  great  effort 
even  better. 

The  CARE  Act  has  become  a  model  for  health  care  delivery  not  only  in  the  United 
States,  but  around  the  world.  It  is  a  shining  example  of  the  good  that  can  come  from 
collaboration,  coordination,  and  concerted  action.  The  CARE  Act  has  brought  to- 
gether Republicans  and  Democrats,  cities  and  states,  hospitals  and  community- 
based  organizations,  providers  and  people  living  with  AIDS— and  the  results  are  a 
tribute  to  the  power  of  public-private  partnerships.  It  has  created  a  continuum  of 
care  that  is  both  compassionate  and  costeffective — one  that  saves  both  lives  and 
money. 

The  CARE  Act,  taken  as  a  whole,  stitches  together  a  tapestry  of  services  that  en- 
ables us  to  not  only  respond  to  locally  driven  needs — but  to  reflect  the  ever-changing 
face  of  AIDS. 

Title  1  focuses  on  cities  hardest  hit  by  this  pandemic — providing  relief  to  reduce 
pressure  on  already  overburdened  public  health  systems  and  to  create  community- 
based  and  locally  controlled  systems  of  care  and  support  for  thousands  of  individ- 
uals and  families.  When  the  CARE  Act  was  first  passed  there  were  16  such  hard 
hit  cities.  Today  there  are  51;  Title  2  acknowledges  that  AIDS  knows  no  geographic 
boundaries.  This  title  has  enabled  all  states  to  develop  consortia  or  systems  of  care, 
to  provide  private  health  insurance,  and  to  expand  access  to  essential  drug  thera- 
pies; Title  3  helps  to  make  primary  care  and  early  intervention  services  available 
to  particularly  disenfranchised  populations  in  both  rural  and  urban  communities  in 
cooperation  with  health  centers,  hospitals,  and  health  departments; 

Title  4  focuses  much  needed  attention  on  the  unique  care  and  support  needs  of 
women,  children,  and  families;  and,  Title  5  allows  for  special  projects  of  national  sig- 
nificance, acting  as  a  laboratory  for  demonstrating  new  and  improved  model  efforts. 

But  this  Act  is  so  much  more  than  the  sum  of  its  parts.  As  a  whole,  it  serves 
individuals  and  families  in  the  most  efficient  and  effective  way  possible.  This  is  not 
a  one  size  fits  all  effort.  The  CARE  Act  gives  each  state  and  community  the  flexibil- 
ity they  need  to  weave  together  a  means  of  caring  for  their  own  in  a  manner  that 
is  tailored  to  indigenous  strengths  and  circumstances. 

When  the  CARE  Act  was  originally  created  we  were  sadly  unable  to  do  much  for 
those  who  were  sick  and  many  of  the  services  provided  were  designed  to  help  people 
die  with  dignity.  Thankfully,  much  has  changed.  The  CARE  Act  is  now  solidly  about 
h3jgg  with  HIV  and  AIDS.  Since  the  last  reauthorization,  biomedical  research  has 
brought  hope  and  renewed  optimism  with  the  discovery  of  protease  inhibitors  and 
combination  therapies.  But  without  the  CARE  Act,  these  cutting-edge  therapies 
would  have  been  about  as  meaningful  to  many  in  Selina  or  the  South  Bronx  as  they 
currently  are  in  South  Africa.  The  CARE  Act  has  made  the  promise  of  biomedical 
research  a  reality  in  the  lives  of  people  living  with  HIV  and  AIDS  in  every  comer 
of  this  country. 

Last  year  alone,  approximately  one  hundred  thousand  people  living  with  HIV  and 
AIDS  received  access  to  drug  therapy  because  of  the  CARE  Act.  This  is  particularly 
important  given  that  half  of  the  people  served  by  the  Act  have  family  incomes  of 
less  than  $10,000  a  year — and  the  new  drug  "cocktails"  cost  more  than  $12,000  an- 
nually. And  we  know  all  too  Well,  that  the  drugs  alone  are  not  enough.  Primary 
care  and  support  services  are  vital  to  ensuring  both  access  and  adherence  to  these 
complex  drug  regimens.  It  is  this  comprehensive  package  of  essential  services  that 
the  CARE  Act  provides — and  with  impressive  results. 
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The  CARE  Act  has  helped  to:  reduce  both  the  frequency  and  length  of  expensive 
in-patient  hospitalizations  by  at  least  30%;  reduce  AIDS  mortality  by  70%;  reduce 
mother-to-child  transmission  of  HIV  by  75%;  and,  enhance  both  the  length  and  qual- 
ity of  life  for  people  living  with  AIDS. 

According  to  a  study  done  by  the  National  Center  for  Health  Statistics,  between 
1995  and  1997,  the  nation  has  seen  a  30%  decline  in  HIV  related  hospitalizations — 
resulting  in  nearly  one  million  fewer  HIV  related  hospital  days.  This  represents  a 
saving  of  more  than  $1  billion  money  much  more  effectively  invested  in  enabling 
people  with  HIV  to  live  healthier  and  more  productive  lives.  These  positive  out- 
comes highlight  why  the  Ryan  White  CARE  Act  reauthorization  is  so  imperative. 

We  stand  at  a  critical  juncture  in  this  pandemic — and  we  must  be  sure  that  the 
success  of  the  CARE  Act  does  not  breed  complacency  but  constructive  action.  In- 
creasingly, the  AIDS  epidemic  in  the  United  States  parallels  the  pandemic  glob- 
ally— with  more  and  more  disenfranchised  people  caught  in  the  crossfire. 

Last  year,  the  CARE  Act  served  an  estimated  half  million  people  living  with  HIV 
and  AIDS — and  affected  the  lives  of  millions  more.  Nearly  6  in  10  of  these  people 
were  poor.  They  were  also  five  times  more  likely  to  be  uninsured  than  those  receiv- 
ing care  elsewhere,  nearly  3  times  more  likely  to  be  African  American,  and  50% 
more  likely  to  be  women.  Clearly  the  CARE  Act  has  followed  the  path  paved  by  this 
epidemic — but  challenges  remain  as  HIV  and  AIDS  moves  deeper  into  underserved 
communities  already  plagued  by  poverty,  homelessness,  and  substance  abuse,  and 
as  treatment  demands  and  costs  continue  to  rise. 

I  am  heartened  to  see  that  the  Committee's  bipartisan  reauthorization  effort  cur- 
rently being  developed  is  designed  to  retool  and  upgrade  existing  CARE  Act  mecha- 
nisms to:  expand  access  to  essential  services,  particularly  for  vulnerable  popu- 
lations; improve  the  quality  of  care;  and,  increase  the  accountability  of  the  overall 
program. 

Surgeon  General  Satcher  has  talked  at  length  about  existing  health  disparities — 
and  this  Administration  is  firmly  committed  to  moving  on  multiple  fronts  to  elimi- 
nate these  disparities.  Certainly,  the  CARE  Act  has  a  vitally  important  role  to  play 
in  that  effort. 

I  applaud  the  Committee  for  moving  forward  with  proposals  which:  increase  pro- 
gram planning  and  responsiveness;  create  better  CARE  Act  provider  linkages  with 
emergency  rooms,  drug  treatment  programs  and  other  places  that  people  in  need 
may  enter  a  system  of  care — and  with  Medicaid,  CHIP,  and  other  potential  payers; 
develop  capacity  to  deliver  essential  services  in  hard  to  reach  rural  and  urban  areas; 
create  an  incentive  fund  in  the  drug  reimbursement  program  to  help  remove  exist- 
ing barriers  to  drug  therapy;  and,  move  toward  a  more  performance  based — outcome 
oriented  system. 

I  believe  that  these  program  enhancements — built  on  the  CARE  Act's  firm  founda- 
tion will  lead  this  vital  effort — and  the  millions  whose  lives  depend  on  it — safely 
into  the  future.  We  in  the  Administration  look  forward  to  working  closely  with  all 
of  you  to  secure  the  swift  reauthorization  of  this  landmark  legislation. 

In  1990,  shortly  after  Ryan  White's  death,  this  Committee  chose  to  build  a  legacy 
in  his  name.  In  so  doing,  the  Committee  Report  read:  "By  dedicating  this  legislation 
to  Ryan,  the  Committee  affirms  its  commitment  to  provide  care,  compassion,  and 
understanding  to  people  with  AIDS  everywhere.  Ryan  would  have  expected  no  less." 
Mr.  Chairman  and  Members  of  the  Committee — Ryan  White  changed  our  world — 
and  so  has  your  gift  in  his  name. 

As  the  Reverend  Dr.  Martin  Luther  King,  Jr.  once  said:  "Everybody  can  be  great, 
because  anybody  can  serve.  You  don't  have  to  know  about  Plato  and  Aristotle  to 
serve.  You  don't  have  to  know  Einstein's  theory  of  relativity  to  serve.  You  don't  need 
to  know  the  second  theory  of  thermodynamics  to  serve.  You  only  need  a  heart  fall 
of  grace  and  a  soul  generated  by  love.". 

Mr.  Chairman,  this  Committee  has  demonstrated  a  heart  full  of  grace  in  formulat- 
ing, passing,  and  now  sustaining  the  Ryan  White  CARE  Act.  It  is  an  act  of  service — 
to  people  living  with  HIV  and  AIDS,  to  all-enduring  American  family  values,  and 
to  good  government  at  its  best. 

Thank  you  very  much. 

Prepared  Statement  of  Jeanne  White 

Thank  you  Chairman  Jeffords,  Senator  Kennedy  and  members  of  the  committee 
for  the  opportunity  to  talk  with  all  of  you  today.  My  name  is  Jeanne  White,  and 
I  am  the  mother  of  two  children,  my  daughter  i^drea  and  my  late  son  Ryan,  after 
whom  the  Ryan  White  CARE  Act  is  named.  I  come  here  today  as  a  spokesperson 
for  AIDS  Action,  the  national  voice  on  AIDS,  and  as  a  parent. 
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I  come  here  as  a  mother,  just  a  mom  from  Cicero,  Indiana,  deep  in  America's 
heartland,  who  has  witnessed  first-hand  the  ravages  of  this  disease  and  the  fear  and 
pain  it  has  levied  against  individuals  and  communities.  On  behalf  of  men,  women, 
children  and  families  living  with  HIV/AIDS  from  East  and  West,  North  and  South, 
I  ask  you  to  reauthorize  the  Ryan  White  CARE  Act. 

I  remember  walking  the  halls  of  Congress  during  the  passage  of  the  CARE  Act. 
Back  then,  I  never  would  have  imagined  that  this  legislation  would  help  so  many 
people  like  my  son,  giving  them  the  strength  to  live  another  day.  I  also  never  would 
nave  imagined  how  the  need  for  this  invaluable  program  would  grow.  That  is  why 
we  must  reauthorize  the  CARE  Act.  We  must  "go  for  it",  as  Ryan  would  often  say 
to  me  as  he  and  I  were  fighting  our  battle  against  HIV. 

In  August  1990,  just  four  months  after  Ryan's  death,  the  United  States  Confess 

{)assed  the  CARE  Act  to  provide  care  and  treatment  for  the  thousands  of  Americans 
iving  with  HIV  disease.  While  this  legislation  could  never  replace  my  Ryan  or  the 
emptiness  I  still  feel  today  from  that  loss,  I  am  happy  that  a  program  named  after 
my  son  has  benefited  hundreds  of  thousands.of  men,  women  and  children  living 
with  HIV  disease. 

Since  its  enactment  in  1990  and  its  reauthorization  in  1996,  the  CARE  Act  has 
helped  deliver  medical  and  social  services  that  give  many  people  something  they 
never  had  before  in  the  course  of  HIV  disease:  access  to  comprehensive  and  compas- 
sionate care.  The  CARE  Act  is  largely  responsible  for  people  with  HIV/AIDS  living 
longer,  more  productive  lives  and  has  given  communities  all  over  this  country  the 
ability  to  design  care  and  treatment  services  tailored  to  their  own  needs.  The  Act 
has  cast  a  wide  safety  net  that  helps  people  with  HIV  disease  live  life  to  the  fullest. 

Best  of  all,  the  Ryan  White  care  system  and  the  programs  that  enrich  it  continue 
to  teach  us  all  about  what  works  in  the  care  and  treatment  of  our  nation's  most 
vulnerable  citizens.  It  is  truly  a  model  of  care  that  can  be  adapted  to  meet  the  needs 
of  the  hundreds  of  thousands  of  individuals  living  with  other  serious  and  life-threat- 
ening diseases. 

Members  of  the  committee,  the  CARE  Act  is  as  strong  as  my  son  Ryan  was. 
That's  good,  because  we  need  the  CARE  Act  now  more  than  ever.  We've  come  a  long 
way  since  Ryan's  death,  but  we  still  have  so  far  to  go.  More  people  than  ever  are 
living  with  HIV  disease  and  need  the  care  and  support  the  CARE  Act  provides. 

Thankfully,  in  recent  years  the  development  of  new  therapies  has  resulted  in  a 
dramatic  reduction  of  the  AIDS  death  rate.  If  Ryan  had  lived  just  a  few  more  years 
he,  too,  might  have  benefited  from  these  same  treatments.  But  with  these  new  hope- 
giving  and  life-extending  therapies  has  come  an  added  pressure  on  the  hundreds  of 
health  service  providers  who  care  for  individuals  living  with  HIV  disease,  who  have 
experienced  a  30  to  40%  increase  in  the  number  of  new  patients.  The  remarkable 
fact  that  people  with  AIDS  are  living  longer  has  contributed  to  an  increased  demand 
on  the  HIV/AIDS  care  safety  net. 

This  intricate,  vital  care  system,  built  to  ensure  comprehensive  health  care  and 
services  for  people  with  AIDS  who  had  nowhere  else  to  turn,  is  struggling  to  keep 
pace  with  new  and  ongoing  demands. 

The  challenge  of  serving  every  individual  with  HIV  disease  who  has  nowhere  else 
to  turn  is  understandable.  Given  the  success  of  the  new  treatments  when  coupled 
with  the  critical  support  services  that  make  success  a  reality,  the  CARE  Act  brings 
us  closer  to  the  goal  of  ensuring  a  standard  of  care  set  out  by  the  Public  Health 
Service  treatment  guidelines  for  HIV  and  opportunistic  infections.  This  is  a  call  for 
early  and  aggressive  treatment. 

The  number  of  individuals  in  need  of  the  CARE  Act  bears  out  the  urgency  for 
swift  reauthorization.  In  1990,  when  the  CARE  Act  was  passed,  there  were  155,619 
AIDS  cases.  In  1996,  during  its  reauthorization  there  were  481,234  cases.  And,  in 
1999,  at  the  turn  of  the  century,  America  has  recorded  781,344  cases  of  AIDS. 

Mr.  Chairman  and  members  of  the  committee,  ever  since  Ryan's  death,  I  have 
dedicated  myself  to  traveling  the  country  and  continuing  the  work  of  AIDS  aware- 
ness that  Ryan  began.  What  I  have  seen  is  that  the  face  of  AIDS  is  changing. 

For  example,  in  1998,  tens  of  thousands  of  people  received  primary  care  and  sup- 
port services  under  the  CARE  Act.  Sixty  percent  of  those  were  people  of  color.  In- 
deed, AIDS  is  the  leading  cause  of  death  among  African  Americans  between  the 
ages  of  25-44  and  the  second  leading  cause  of  death  among  Latinos  in  the  same  age 
group.  People  of  color  make  up  55%  of  all  reported  AIDS  cases,  82%  of  all  children 
with  AIDS,  50%  of  all  cases  reported  among  men,  and  77%  of  all  cases  among 
women. 

Indeed,  more  women  than  ever  in  the  U.S.  have  AIDS,  and  the  rate  is  increasing. 
In  just  over  10  years,  the  proportion  of  all  AIDS  cases  reported  among  adult  and 
adolescent  women  more  than  tripled,  from  7%  in  1985  to  23%  in  1998,  according 
to  the  Centers  for  Disease  Control  and  Prevention. 
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I  want  to  pay  particular  attention  to  the  threat  that  HIV  poses  to  the  future  of 
our  young  people,  the  very  same  young  people  who  staff  your  offices  and  help  you 
to  write  and  pass  legislation.  In  much  the  same  way  that  the  young  people  on  your 
staffs  make  Capitol  Hill  run,  Ryan  was  my  very  own  mover  and  shaker,  serving  as 
a  trailblazing  national  voice  on  HIV  issues,  speaking  for  his  generation. 

Ryan's  generation  listened  to  him.  A  1997  Wall  Street  Journal  survey  found  that 
young  Americans — people  aged  18  to  29 — identify  AIDS  as  the  defining  event  for 
their  generation.  Yet  sadly,  a  majority  of  young  people  believe  that  AIDS  is  over. 
As  a  mother  dedicated  to  seeing  that  no  more  of  our  sons  or  daughters  are  lost  to 
HIV,  I  find  it  heartbreaking  to  think  that  there  are  40,000  new  infections  every  year 
in  the  U.S. — half  of  which  are  among  young  people,  as  reported  by  the  CDC. 

As  I  study  these  facts  and  talk  to  people  from  coast  to  coast,  it  is  clear  that  AIDS 
is  not  over.  I  don't  know  what  people  would  do  without  the  CARE  Act.  Individuals 
and  families  need  the  CARE  Act,  and  providers  need  it  to  continue  treating  people 
affected  by  HIV  disease. 

Each  thread  in  the  CARE  Act's  safety  net  is  inter- woven  in  such  a  way  so  that 
the  specific  needs  of  individuals  living  with  HIV  disease  are  met.  The  Ryan  White 
CARE  Act  is  there  to  ensure  that  our  nation  can  continue  to  meet  service  needs  and 
successfully  support  access  to  life  saving  therapies. 

The  CARE  Act  is  based  on  the  recognition  that  medications  alone  are  not  enough 
to  successfully  fight  AIDS.  The  structure  of  the  CARE  Act  has  worked  effectively 
to:  dramatically  improve  the  quality  of  life  for-people  living  with  HIV  disease  and 
their  families;  reduce  the  use  of  costly  inpatient  care;  and  increase  access  to  care 
for  underserved  populations,  including  people  of  color.  This  coordinated  and  com- 
prehensive approacn  makes  the  CARE  Act  a  cost-effective  and  efficient  invest- 
ment— one  that  must  be  continued. 

I'm  pleased  that  Congress  wisely  recognized  that  the  nation  needed  a  great  leap 
of  scale  in  order  to  care  for  individuals  living  with  HIV/AIDS  and  put  in  place  this 
efficient  statute.  The  CARE  Act  continues  to  show  that  its  strength  is  deep  and  its 
success  is  wide.  From  the  very  beginning,  the  framers  of  the  Act  agreed  that  for 
the  legislation  to  adjust  to  HIV,  its  structure  had  to  be  as  resilient  as  the  virus  itself 
To  fortify  its  structure,  the  Act  has  at  its  core  four  pillars  of  strength. 

First,  the  Act  gives  cities  and  states  autonomy  to  decide  how  best  to  care  for  their 
citizens.  Thanks  to  local  decision-making,  public  health  officials,  community-based 
organizations,  and  individuals  living  with  HIV/AIDS  have  been  allowed  to  come  to- 
gether to  tailor  the  delivery  of  services  to  best  meet  their  needs.  Local  control  has 
resulted  in  cooperative  efforts  fi*om  various  levels  of  government  to  develop  dynamic 
and  effective  strategies  in  response  to  the  AIDS  epidemic. 

Second,  individuals  who  receive  care  through  the  CARE  Act  can  access  a  com- 
prehensive range  of  services  designed  to  maximize  the  availability  and  effectiveness 
of  life-saving  therapies.  The  spectrum  of  medical  and  supportive  services  included 
in  the  CARE  Act  is  vital  to  providing  better  access  to  quality  care. 

Third,  the  CARE  Act  is  a  foundation  for  fostering  better  collaboration  between 
local,  state,  and  federal  agencies  in  order  to  improve  access  to  care  for  people  living 
with  HIV. 

Fourth,  the  CARE  Act's  flexibility  has  provided  incentives  to  develop  innovative 
approaches  to  treating  HIV  disease  while  improving  access  to  care. 

Thanks  to  the  enduring  foundation  of  the  CARE  Act,  providers  in  every  state  of 
the  nation,  and  in  every  community,  are  providing  care  and  treatment  and  recording 
success.  Your  constituents  are  weaving  the  threads  that  make  up  the  HIV/AIDS 
safety  net.  This  foundation  has  been  tested.  Time  and  time  again,  it's  been  proven 
strong.  However,  on  the  tenth  anniversary  of  the  CARE  Act,  we  must  prepare  for 
a  new  century. 

I  believe  that  we  can  build  upon  the  greatness  of  the  Ryan  White  CARE  Act.  We 
must  look  forward,  modernize  the  Act  and  ensure  that  it  can  meet  the  demands  and 
challenges  facing  the  HIV/AIDS  communities. 

One  of  my  greatest  challenges  was  to  make  sure  that  Ryan  was  allowed  to  attend 
school  and  get  his  education.  During  that  battle,  I  learned  a  few  lessons  about  the 
importance  of  tolerance,  the  power  of  information  and  the  value  of  persistence.  In 
the  10  years  since  the  CARE  Act  was  passed,  we've  learned  important  lessons  about 
how  best  to  care  for  people  with  HIV  disease.  Well,  practice  makes  perfect;  the  Act 
can  only  get  better  tlu-ough  our  well-informed  improvements. 

One  important  lesson  we've  learned  in  treating  individuals  with  HIV  disease  is 
that  no  two  people  or  two  communities  are  the  same.  This  means  that  the  CARE 
Act  must  continue  to  respond  to  these  differences. 

First  for  example,  we  should  make  sure  that  smaller  communities  experiencing 
the  impact  of  the  HIV  epidemic  also  have  the  necessary  resources  for  care  and  treat- 
ment. This  includes  the  ability  to  make  sound  decisions  through  local  control  and 
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greater  equity  in  funding  distributions.  The  experts — service  organizations,  commu- 
nity-based organizations  and  individuals  infected  and  affected  by  the  disease  must 
be  involved  in  defining  what  the  needs  are  and  how  best  to  meet  them,  always  with 
accountability  built  in. 

Equally  important,  we  must  recognize  that  just  because  HIV  has  touched  an  ever- 
growing number  of  lives  in  smaller  communities,  this  does  not  in  any  way  lessen 
the  force  with  which  HIV  continues  to  strike  our  largest  cities.  That  s  why  as  we 
prepare  the  Act  for  the  21st  century,  any  changes  we  make  to  the  Act  must  not  com- 
promise existing  infrastructures  and/or  service  delivery  systems  in  metropolitan 
areas. 

Second,  much  in  the  same  way  that  HIV  has  become  a  part  of  communities  large 
and  small  in  every  region  of  the  country,  it  has  become  a  part  of  every  culture  and 
population  in  our  nation.  HIV  is  a  mirror  for  our  nation's  diversity.  We  must  do  all 
that  we  can  to  ensiu-e  that  these  populations  receive  appropriate  care  with  all  due 
speed. 

We've  come  a  long  way  since  the  beginning  of  the  epidemic  in  terms  of  what  we 
know  about  HIV  and  how  to  treat  it.  And,  yet,  some  of  the  misunderstanding  and 
discrimination  that  Ryan  fought  so  hard  against  still  persists  today. 

That  is  why  access  to  care  and  services  for  underserved  communities  must  remain 
a  priority  across  all  titles  at  the  same  time  that  we  continue  to  plan  for  emerging 
needs.  Towards  this  end,  incentives  and  technical  assistance  should  be  extended  to 
ensure  that  CARE  Act  programs  are  ready  to  meet  the  needs  of  targeted  popu- 
lations. 

Third,  just  as  we  must  provide  incentives  to  community-based  health  providers 
to  treat  underserved  populations,  we  must  do  more  to  encourage  localities  to  con- 
tribute more  funding  to  HIV  care  and  treatment.  At  the  point  when  science  is  bring- 
ing us  the  hope  of  new  and  vastly  improved  treatment  options,  it  is  unacceptable 
that  there  are  individuals  in  need  of  HIV-related  medications,  despite  the  presence 
of  the  AIDS  Drug  Assistance  Program.  We  must  reward  states  and  cities  that  invest 
resources  in  response  to  the  needs  of  their  communities  and  stimulate  greater  par- 
ticipation fi*om  more  reluctant  local  and  state  governments. 

Fourth,  the  CARE  Act  has  also  taught  us  that  the  continuum  of  care  under  the 
statute  includes  dental  care  and  training  of  both  dental  residents  and  medical  pro- 
fessionals in  the  treatment  of  individuals  with  HIV.  Now,  we  must  build  upon  the 
success  of  the  Dental  Reimbursement  Program  and  expand  it  to  allow  programs  in 
non-university  settings  the  opportunity  to  participate,  and  we  should  prioritize  fund- 
ing to  those  programs  with  strong  linkages  to  community-based  programs. 

Fifth,  as  the  CARE  Act  enters  its  second  decade,  we  must  find  better  ways  of  doc- 
umenting the  quality  care  it  provides  and  use  this  information  to  fine  tune  its  pro- 
grams. Currently  the  HIV/AIDS  Bureau  (HAB)  at  the  Health  Resources  and  Serv- 
ices Administration  (HRSA)  is  doing  just  that.  The  HAB  needs  the  resources  to  gen- 
erate needed  data  collection  and  dissemination,  analysis  and  evaluation  so  that  we 
can  pinpoint  the  most  effective  use  of  CARE  Act  funding.  We  should  enhance  the 
accountabihty  built  into  the  Act,  so  that  better  planning  for  resource  distribution 
can  be  done. 

If  the  United  States  is  to  continue  to  meet  the  challenges  presented  by  this  com- 
plex epidemic,  it  is  essential  that  we  support  innovative  and  flexible  solutions  to 
solve  our  nation's  AIDS  epidemic.  As  the  epidermic  continues  to  grow  and  expand 
into  more  disenfranchised  communities,  the  need  for  CARE  Act  services  has  become 
even  more  critical  to  the  health  and  well  being  of  individuals  who  have  to  deal  with 
multiple  barriers  to  accessing  health  care. 

The  Ryan  White  CARE  Act,  itself,  was  created  in  this  spirit.  This  important  piece 
of  legislation  is  scheduled  to  expire  on  September  30,  2000.  It  is  an  essential  compo- 
nent in  our  nation's  fight  against  HIV  and  AIDS  and  must  be  reauthorized. 

I  am  gratefiil  for  Congress'  continued  bipartisan  support  of  the  Ryan  White  CARE 
Act  over  the  past  decade.  The  result  of  these  efforts  is  that  thousands  of  people  liv- 
ing with  HIV/AIDS  have  been  able  to  lead  productive  lives  because  of  the  care, 
treatment  and  services  provided  by  the  CARE  Act.  Throughout  the  United  States, 
the  CARE  Act  continues  to  make  a  tremendous  difference  in  the  lives  of  people  Uv- 
ing  with  HIV  disease. 

The  success  of  this  legislation  is  a  lasting  tribute  to  my  son,  and  it  comforts  me 
to  know  that  so  many  people  are  being  helped  through  the  services  and  treatments 
provided  in  Ryan's  name.  I  am  thankful  to  have  shared-  18  precious  years  with  my 
son  and  I  am  thankful  that  Ryan's  legacy  lives  on  through  the  CARE  Act.  In  2000, 
we  must  reauthorize  the  Ryan  White  CARE  Act  to  help  those  living  with  HIV/AIDS, 
it  is  what  Ryan  wo\ild  want  us  to  do. 

Mr.  Chairman  and  members  of  the  committee,  thank  you  once  again  for  the  op- 
portunity to  testify  today  and  I  welcome  any  questions  that  you  might  have. 
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Prepared  Statement  of  Lori  Clark 

Good  Morning  Mr.  Chairman,  Senator  Kennedy,  members  of  the  Committee. 

My  name  is  "Lori"  and  I'm  36  years  old.  I  am  the  proud  mother  of  two  wonderful 
sons — one  of  whom  is  in  college,  the  other  a  tjrpical  American  teenager.  They  are 
my  pride  and  Joy. 

My  life  has  been  a  patchwork  of  experiences.  I've  been  up  and  I've  been  down. 
I've  worked  in  sales,  retail,  computers  and  technology — I've  been  on  welfare.  I'm 
educated  but  I've  done  some  dumb  things  too.  More  or  less  I  think  of  myself  as  a 
pretty  typical  American  women.  As  a  single  mom  I  face  the  challenges  of  raising 
children  in  a  scary  world  but  I'm  doing  my  best  sharing  with  my  sons  the  lessons 
of  my  life  and  hoping  I'm  getting  them  started  on  the  right  path. 

I'm  here  today  to  talk  with  you  about  one  aspect  of  my  life  that  my  sons  don't 
know  about  and  that  is  the  fact  that  I'm  HIV  positive. 

In  1992  after  reading  a  lot  about  African  American  women  being  unknowingly  in- 
fected with  HIV  I  became  concerned  about  my  own  health.  Deep  down  I  had  a  nag- 
ging suspicion  I  might  be  one  of  those  women.  I  had  had  unprotected  sex  virtually 
my  entire  adult  life.  This  seems  crazy  now,  but  at  the  time  I  didn't  believe  AIDS 
could  happen  to  me.  Like  many  women  my  age  particularly  African  American 
women  we  thought  AIDS  was  a  "gay  thing". 

On  February  25,  1991  I  was  told  the  test  came  back  positive.  It  was  devastating 
to  find  out  that  my  worst  fear  had  come  true!  HIV  positive  equals  Dead. 

In  fact  I  thought  I  would  die  right  there  on  the  spot.  My  first  reaction  wasn't 
about  me.  It  was  about  my  two  kids.  Who  would  raise  them?  How  would  they  get 
by  without  me?  How  would  this  effect  their  emerging  lives?  You  can  not  image  the 
horror  and  the  fear  of  a  mother  faced  with  the  possibility  of  not  being  there  to  care 
of  her  children. 

My  concern  for  my  children  so  overwhelmed  me  that  I  didn't  and  couldn't  begin 
to  seek  medical  care  for  nearly  4  months.  In  1991  there  really  wasn't  much  medical 
treatment  available  for  people  with  HIV.  The  outlook  was  really  bad — my  life  was 
rapidly  coming  to  an  end,  my  family  would  be  in  jeopardy  and  I  was  paralyzed. 

Somewhere,  by  the  grace  of  God,  I  found  a  life  line  in  the  Fenway  Community 
Health  Center. 

What  brought  me  to  their  door  in  1991 — I  don't  know.  I  had  Uved  in  the  neighbor- 
hood for  18  years  and  frankly,  I  thought  it  was  a  gay  center.  But  from  the  moment 
I  walked  through  the  doors  to  seek  my  HIV  test  they  greeted  me  warmly,  assured 
me  the  process  was  confidential  and  counseled  me  that  regardless  of  the  results 
there  were  things  that  could  and  should  be  done  to  assist  me.  It  is  not  an  exaggera- 
tion when  I  tell  you  that  without  the  Fenway  I  would  be  dead  today.  They  have 
saved  my  life. 

For  the  past  nine  years  Fenway  has  been  my  one-stop-shop  for  medical  care,  men- 
tal health  support.  Even  my  medicine  comes  from  there.  These  past  few  years  every 
aspect  of  my  life  has  assisted  by  the  Fenway.  What  a  amazing  group  of  doctors, 
nurses,  social  workers,  case  managers,  counselors,  and  even  volunteers.  AIDS  drugs 
are  helping  lots  of  people  but  they  are  very  powerful  and  need  to  be  very  closely 
monitored.  I  know  at  Fenway  that  they  are  paying  a  lot  of  attention  to  these  details 
that  are  too  much  for  me  to  handle.  I  could  go  on  and  on  about  all  the  good  services 
and  all  the  really  special  little  things  the  folks  at  Fenway  do  for  me  but  it  might 
take  me  the  whole  day.  Let  me  just  say  that  were  it  not  for  this  wonderful  bill  called 
Ryan  White,  Fenway  could  not  have  been  there  for  me  and  offered  the  services  that 
have  keep  my  life  going  these  past  nine  years. 

As  Senators  you  know  all  these  laws  by  numbers  and  by  details.  I  don't  know  any 
of  that.  What  I  do  know — and  I  want  you  to  know — is  that  this  law  is  a  miracle 
for  people  like  me. 

Life  is  sometimes  roughl  As  I  was  learning  to  manage  my  HIV  and  as  my  doctors 
were  finding  out  more  and  better  ways  to  keep  me  healthy  another  bomb  was 
dropped 

In  1996,  just  when  these  new  AIDS  drugs  started  to  become  available  my  doctor 
at  Fenway  suggested  I  enter  a  cUnical  trial  and  see  if  that  would  help  me  feel  bet- 
ter. After  a  series  of  routine  blood  tests  my  doctor  informed  me  that  my  kidneys 
were  failing  and  that  my  Ufe  was  in  jeopardy.  My  first  thought  "Oh  my  God,  it's 
taking  over  my  body  and  shutting  it  down".  Just  as  I  started  to  have  hope  the  bot- 
tom feel  out. 

Needless  to  say  experimental  AIDS  treatments  were  now  off  limits  and  my  only 
hope  was  dialysis.  In  1997,  I  started  dialysis  and  remain  on  it  today. 

Today  I  have  been  on  and  off  three  different  AIDS  drug  combinations.  I'm  hoping 
we've  finally  found  one  that  works — ^but  there  is  no  guarantee; 
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My  medical  life  is  complicated  and  the  only  way  it  all  hangs  together  is  because 
I  have  a  wonderful  care  team  at  Fenway  that  makes  sure  that  all  information  is 
shared  with  those  who  need  it.  One  mistake  and  my  life  could  slip  away  suddenly. 
Living  with  this  fact  is  not  easy  but  it  is  bearable  when  services  like  those  in  Ryan 
White  are  given  by  professionals  my  doctor,  Nancy  Norman  at  the  Fenway  (who  I 
talk  to  at  least  once  a  week).  I  used  to  Hve  in  the  Fenway  area  but  now  I  live  nearly 
20  miles  away  and  I  still  go  back  there  to  get  the  care  I  need.  They  are  my  hfe 
Une. 

On  a  day  to  day  basis  I  focus  on  living.  I'm  working  in  retail,  raising  my  sons, 
living  with  my  mother  and  managing  my  illness.  That's  been  a  big  change  for  me. 
A  few  years  ago  I  was  paralyzed  with  the  fear  of  dying. 

The  bottom  line  is  I  couldn't  do  it  alone. 

Ryan  White  CARE  services  help  me  stay  alive  and  are  the  only  things  that  make 
the  quality  of  this  precious  life  I  have  worth  living. 

When  you  go  to  work  deciding  whether  to  keep  this  law  alive,  remember  my 
name — "Lori"  and  know  that  if  the  law  stays  alive  then,  just  maybe,  I  will  too. 

I  thank  you  for  this  honor  to  talk  with  you  today  and  please  reauthorize  the 
CARE  biU  NOW!. 

Statement  of  the  American  Association  of  Dental  Schools 

The  American  Association  of  Dental  Schools  (AADS)  appreciates  the  opportunity 
to  submit  testimony  to  the  Senate  Health,  Education,  Labor  and  Pensions  Commit- 
tee on  the  reauthorization  of  the  Ryan  White  CARE  Act.  AADS  represents  all  of  the 
dental  schools  in  the  United  States,  as  well  as  advanced  education,  hospital,  and 
allied  dental  education  institutions.  It  is  within  these  institutions  that  future  practi- 
tioners, educators,  and  researchers  are  trained;  significant  dental  care  is  provided; 
and  where  the  majority  of  dental  research  is  conducted. 

The  Ryan  White  CARE  Act  HIV/AIDS  Dental  Reimbursement  Program  is  de- 
signed to  help  offset  the  uncompensated  costs  incurred  by  dental  education  institu- 
tions in  providing  oral  health  care  services  to  persons  with  HIV/AIDS.  It  is  an  ex- 
tremely cost-effective  federal/institutional  partnership  that  provides  quality  oral 
health  care  to  people  living  with  HIV/AIDS  while,  at  the  same  time  training  provid- 
ers to  effectively  and  safely  deliver  care  to  these  patients. 

Due  to  the  importance  of  oral  health  for  people  living  with  HIV/AIDS  and  the  con- 
tinuing need  to  educate  and  train  competent  dentists  sensitive  to  the  needs  of  peo- 
ple living  with  AIDS,  AADS  makes  the  following  recommendations  related  to  the 
Ryan  White  CARE  Act  reauthorization: 

Reauthorize  the  HIV/AIDS  Dental  program  at  a  level  of  "such  simis  as  may  be 
necessary".  Maintain  its  current  format  of  providing  retrospective  reimbiu-sement  to 
dental  schools  and  residency  programs. 

Provide  funding  to  address  the  unmet  oral  health  care  need  of  individuals  living 
with  HIV/AIDS  specifically  in  states  and  communities  without  dental  education  pro- 
grams. 

Encourage  partnerships  between  dental  schools  and  communities  without  a  dental 
education  program  to  ensure  access  to  underserved  HIV/AIDS  patients. 

Treating  HIV /AIDS  Patients 

The  Ryan  White  Dental  Reimbursement  Program  plays  an  important  role  in  the 
provision  of  health  care  to  the  HIV/AIDS  population.  Many  of  the  first  physical 
manifestations  of  HIV  infection  are  found  in  the  oral  cavity;  often  making  the  den- 
tist the  first  medical  professional  to  recognize  the  symptoms  of  HIV  disease  and 
make  the  appropriate  referrals  to  medical  care.  While  many  Americans  visit  the 
dentist  twice  a  year  for  preventive  care  and  only  periodically  experience  dental 
decay  or  gum  disease,  some  patients  with  AIDS  see  their  dentist  as  often  as  their 
primary  physician  because  the  suppression  of  the  immune  system  leaves  AIDS  pa- 
tients more  susceptible  to  severe  conditions.  These  include  oral  herpes,  rampant 
fungal  diseases,  as  well  as  oral  diseases  that  are  found  only  in  patients  who  suffer 
from  AIDS.  In  addition  to  pain,  these  conditions,  if  not  properly  treated  by  a  trained 
professional,  can  affect  an  AIDS  patient's  medical  health  and  ability  to  participate 
in  everyday  activities. 

Unfortunately,  such  dental  treatment  can  be  very  costly,  especially  for  those  pa- 
tients without  dental  insurance.  Many  people  lack  dental  coverage  because  their 
employers  do  not  provide  it  and  for  low-income  people.  Medicaid  provides  minimal 
coverage  for  dental  services.  For  them,  it  is  difficult  to  receive  prompt  diagnosis  and 
appropriate  treatment  for  their  oral  conditions.  Fortunately,  the  Ryan  White  Dental 
Reimbursement  Program  has  helped  many  HIV/AIDS  patients  receive  the  dental 
treatment  that  they  desperately  need. 
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Under  the  Ryan  White  Dental  Reimbursement  Program  dental  schools  and  hos- 
pital dental  residency  programs  serve  as  primary  oral  health  care  providers  for  low 
income  patients;  these  educational  institutions  also  provide  consultations  and  serve 
as  tertiary  referral  sites  for  HIV  positive  persons  with  the  most  compUcated  oral 
health  care  needs.  These  institutions  offer  a  Aide  range  of  oral  health  care  services 
and  procedures  to  HIV  infected  patients.  The  majority  of  the  services  and  proce- 
dures are  diagnostic,  surgical,  restorative,  and  preventive.  Several  dental  institu- 
tions offer  ad^tional  services  to  enhance  the  availabiHty  and  scope  of  dental  serv- 
ices to  patients,  including  seeing  HIV  patients  at  multiple  sites,  including  hospitals, 
satellite  sites,  and  community-based  network  organizations.  Other  services  provided 
at  dental  sites  include  language  interpretation,  transportation,  nutrition  counseling, 
outreach  and  case  management.  Such  services  make  it  easier  for  communities  to  get 
necessary  treatment  in  a  comfortable  and  convenient  environment. 

The  Ryan  White  Dental  Reimbursement  Program  has  been  very  successful  in  pro- 
viding oral  health  services  for  the  HIV/AIDS  community.  In  FY  1993,  91  institutions 
provided  oral  health  care  to  45,409  patients.  Over  five  years  those  nimibers  in- 
creased to  101  participating  dental  institutions  serving  65,934  HFV  positive  pa- 
tients. 

Training  Dentists 

Through  the  treatment  of  patients,  the  Ryan  White  Dental  Reimbursement  Pro- 
gram helps  train  dental  students  and  residents  to  be  proficient  in  the  oral  health 
care  of  patients  with  HIV/AIDS  by  involving  them  in  the  provision  of  care.  This 
hands  on  training  develops  students'  and  residents'  skills  and  knowledge  in  rec- 
ognizing HIV  oral  pathology  and  the  abihty  to  interact  with  other  providers  to  as- 
sure appropriate  and  timely  referrals  to  quality  medical  care  throughout  the  course 
of  the  disease.  By  caring  for  a  significant  number  of  HIV-positive  persons'  oral 
health  needs,  dental  students  and  residents  gain  significant  knowledge  and  clinical 
experience  in  the  special  oral  health  needs  of  this  patient  population. 

Students  and  residents  are  also  educated  on  infection  control  procedxires  for  the 
protection  of  all  patients  and  dental  staff. 

In  a  recent  survey  of  institutions  participating  in  the  HIV/AIDS  Dental  program, 
it  was  found  that  providers  are  meeting  the  program's  goals  through  improved  pro- 
vider knowledge  of  the  delivery  of  care,  improved  access  to  care  for  HIV  positive  pa- 
tients, increased  provider  willingness  to  treat  HIV  positive  patients,  and  willingness 
of  dental  students  to  provide  care  to  HIV  positive  patients.  Providers  also  feel  that 
this  funding  has  significantly  increased  the  numbers  of  dental  students  and  resi- 
dents providing  care  to  HIV/AIDS  patients  in  their  private  practices  following  grad- 
uation. 

AADS  Recommendations 

1.  Reauthorize  the  HIV/AIDS  Dental  Program  and  maintain  the  current  format 
of  providing  retrospective  reimbursement 

The  HIV/AIDS  Dental  program  is  a  cost-sharing  program  where  dental  education 
institutions  share  the  cost  of  providing  oral  heath  care  for  HIV  positive  patients 
with  the  federal  government.  Through  an  annual  appropriation,  a  "matching  fund" 
is  created  that  recognizes  some  of  the  significant  expenditures  incurred  by  dental 
programs  that  provide  unreimbursed  care  to  HIV/AIDS  patients.  Under  the  Pro- 
gram, funds  are  only  given  for  the  treatment  of  HIV/AIDS  patients  for  the  previous 
year;  not  for  administrative  or  overhead  costs.  Participating  institutions  recover  ap- 
proximately 45%  of  their  previous  years  cost  for  uncompensated  treatment.  The  ret- 
rospective reimbursement  encourages  participation  because  providers  know  that 
they  will  be  able  to  recover  part  of  their  unreimbursed  cost.  It  also  encourages  an 
open  door  policy  for  treatment  whereas  an  up-front  lump  sum  night  provide  a  nega- 
tive inducement  to  cap  the  number  of  HIV/AIDS  patients  seen. 

2.  Provide  funding  for  model  projects  to  address  the  unmet  oral  health  care  need 
of  individuals  Uving  with  HIV/AIDS  specifically  in  states  and  communities  without 
dental  education  programs. 

Although  the  Ryan  White  Dental  Program  has  been  tremendously  successful, 
there  is  still  a  large  HIV/AIDS  population  that  has  not  benefited  because  there  is 
not  a  dental  education  institution  participating  in  their  area.  These  patients  are 
also  in  need  of  dental  services  that  could  be  provided  at  community  sites  if  more 
community-based  providers  would  partner  with  a  dental  school  or  residency  pro- 
gram. In  these  partnerships  dental  students  or  residents  could  provide  treatment 
for  HIV/AIDS  patients  in  underserved  communities  under  the  direction  of  a  commu- 
nity-based dentist  who  would  become  adjunct  faculty.  By  encouraging  dental  edu- 
cational institutions  to  partner  with  community-based  providers  we  can  begin  to  ad- 
dress the  unmet  need  in  these  areas  to  ensiire  that  dental  treatment  for  the  HIV/ 
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AIDS  popxilation  is  available  in  all  locations,  not  just  where  a  dental  school  is  lo- 
cated. Funding  should  be  made  available  to  enable  collaborative  efforts  between 
dental  education  and  community-based  oral  heath  providers  where  dental  education 
sites  are  not  presently  located  to  address  the  unmet  oral  health  care  needs  of  indi- 
viduals living  with  HIV/AIDS. 

The  dental  reimbursement  program  is  uniaue  because  it  is  the  only  part  of  the 
Ryan  White  CARE  Act  that  can  be  used  for  dental  education  which  is  vital  for  en- 
suring the  quality  of  care  for  HIV/AIDS  patients  now  and  in  the  future.  Please  do 
not  underestimate  the  importance  of  the  educational  component  of  this  program. 
Students  and  Residents  learn  by  experiencing  first  hand  the  compUcations  of  HIV/ 
AIDS,  the  precautionary  measures  that  must  be  taken  and  how  to  treat  patients 
compassionately  and  competently.  Dental  educational  programs  have  found  that  the 
school  environment  is  the  most  effective  time  and  pl&ce  to  provide  HIV/AIDS  edu- 
cation and  dentists  that  learn  these  skills  while  in  school  are  more  likely  to  continue 
to  care  for  people  with  HIV/AIDS  in  private  practice. 

We  thank  the  Committee  for  considering  this  testimony. 

Prepared  Statement  of  Mike  Kenn 

Mr.  Chairman  and  other  members  of  this  Committee,  I  thank  you  for  the  oppor- 
tunity to  come  before  you  to  urge  your  support  for  the  reauthorization  of  the  Ryan 
White  CARE  Act.^  The  health  care  and  related  supportive  services  provided  through 
the  CARE  Act  are  critically  important  to  our  Citizens  who  are  hving  with  HIV/ 
AIDS.  For  tens  of  thousands  of  men,  women,  and  children  in  this  country,  the  CARE 
Act  literally  means  the  difference  between  life  or  death.  Local  governments  might 
otherwise  be  unable  to  financially  sustain  these  life  extending  services  without  the 
federal  assistance  provided  by  Title  1. 

The  HIV  epidemic  in  America  continues  with  unyielding  ferocity,  and  the 
epicenters  remain  in  metropolitan  areas.  As  the  Chairman  of  the  Board  of  Commis- 
sioners of  Fulton  County,  Georgia,  I  serve  as  the  Chief  Elected  Official  of  the  20 
county  Atlanta  Eligible  Metropolitan  Area  which  is  home  to  71%  of  Georgia's  citi- 
zens who  are  living  with  HIV/AIDS.  With  over  6,600  cumulative  reported  cases  of 
AIDS,  and  an  estimated  8,000  additional  cases  of  HIV  disease,  every  community  in 
every  part  of  our  EMA  has  been  affected.  In  FY  98,  nearly  9,000  client  ^  were  en- 
rolled in  our  Title  I  programs.  In  oiu*  EMA,  70%  of  reported  cases  of  HIV/AIDS  are 
among  people  of  color.  It  is  important  to  note  that  70%  of  the  people  served  via  our 
Title  I  programs  in  1998  were  also  people  of  color.  CARE  Act  funded  services  aug- 
ment those  programs  supported  by  other  local,  state,  and  federal  sources.  Without 
the  CARE  Act,  services  for  these  clients,  and  many  more  as  yet  unidentified,  would 
place  an  unmanageable  burden  upon  our  public  health  clinics  and  emergency  rooms. 
The  cost  for  the  provision  of  these  vital  services  would  be  forbidding  and  simply 
could  not  be  assumed  by  our  locally  supported  health  systems. 

The  situation  in  Georgia  replicates  patterns  across  this  country.  Since  1991,  the 
number  of  communities  eligible  for  emergency  assistance  under  Title  I  has  grown 
from  16  to  an  astounding  51.  These  51  AIDS  disaster  relief  communities  are  home 
to  about  74%  of  the  nation's  people  living  with  HIV  disease.  The  improved  clinical 
management  of  HIV  disease  and  the  widespread  use  of  treatment  therapies  have 
resulted  in  dramatic  reductions  in  HIV-related  opportunistic  infections  and  deaths. 
However,  the  number  of  people  becoming  newly  infected  with  HIV  has  remained  rel- 
atively constant.  Consequently  more  people  than  ever  are  in  need  of  care.  A  1998 
study  by  the  CAEAR  ^  Coalition  revealed  that  between  1995  and  1997  the  average 
nimiber  of  HIV/AIDS  patients  seeking  services  under  the  CARE  Act  increased  43.5 
percent;  thus,  there  is  no  respite  in  sight  from  the  pressing  health  emergency  facing 
America.  Just  as  the  HIV/AIDS  epidemic  rages  on,  so  also  must  our  efforts  to  re- 
spond to  this  public  health  crisis:  Title  I  of  the  CARE  Act  is  the  key  to  our  national 
and  local  partnership. 

Local  decision  making  is  the  very  foundation  upon  which  Title  I  of  the  CARE  Act 
is  based — and  this  local  decision  making  works.  The  Act  requires  the  establishment 
of  a  health  services  planning  council  in  each  Title  I  EMA  with  local  responsibility 
for  addressing  needs.  As  a  result  of  these  individualized  processes  and  locally  identi- 
fied gaps  in  services,  the  programs  implemented  by  the  people  of  Kansas  City  might 
differ  from  those  created  by  the  people  of  Seattle,  Baltimore,  Minneapolis-St.  Paul, 
Hartford,  or  Boston. 


1  The  Ryan  White  Comprehensive  AIDS  Resources  Emergency  Act  of  1990,  as  amended  by  the 
Ryan  White  CARE  Act  Amendments  of  1996  [Pub.  L.  104-146]. 

2  8,881  clients  are  recorded  in  the  1998  Annual  Administrative  Report. 

3  Cities  Advocating  Emergency  AIDS  Relief 
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The  planning  council  process  represents  a  welcomed  departure  from  top-down 
models  of  health  care  planning  and  service  delivery  that  often  fail  to  address  local 
service  needs.  Local  decision  making  ensures  a  rapid  disbursement  of  funds,  commu- 
nity participation,  and  grantee  accountability.  It  continues  to  be  the  best  and  most 
responsive  system  to  identify  and  remedy  gaps  in  services  and  barriers  to  access  at 
the  local  level. 

The  CARE  Act  provides  a  vital  continuum  of  care  for  people  with  HIV  and  AIDS, 
and  Title  I  is  the  safety  net  for  thousands  of  low-income  people.  Title  I  has  a  long- 
standing Medications;  7%  to  Case  Management;  7%  to  Support  Services;  and  5%  to 
Administration,  Planning  and  commitment  to  setting  a  high  priority  for  HIV  health 
care'*  and  increasing  access  to  HIV  services.  This  commitment  to  primary  health 
care  services  will  continue  with  the  emergence  of  more  effective  treatments  for  HIV 
itself,  as  well  as  HIV-related  opportunistic  infections.  The  flexibility  of  the  planning 
process  has  allowed  our  communities  to  quickly  and  efficiently  respond  to  emerging 
treatment  strategies  and  to  provide  increasingly  high  quality  and  cost  effective  HIV 
care  and  supportive  services.  As  a  result,  many  people  with  HIV  disease  are  living 
longer,  with  more  productive  and  healthier  Uves  and  many  have  been  able  to  re- 
enter the  workforce. 

In  conclusion,  it  is  imperative  to  the  taxpayers  and  to  the  people  living  with  HIV/ 
AIDS  in  Title  I  communities  that  this  "contract"  between  the  federal  government 
and  local  jurisdictions  be  reauthorized  by  September  30,  2000.  The  absence  of  the 
CARE  Act  would  lead  to  disintegration  of  vital  programs  which  ensure  access  to 
critically  important  systems  of  care  for  thousands  of  our  citizens. 

I  thank  the  Chairman  and  this  Committee  for  allowing  me  to  be  here  with  you 
today. 

Prepared  Statement  of  Guthrie  Birkhead,  M.D. 


Good  morning.  My  name  is  Guthrie  Birkhead.  I  am  the  Director  of  the  AIDS 
Institute  at  the  New  York  State  Department  of  Health  and  I  am  pleased  to  speak  to  you 
today  on  behalf  of  Commissioner  Antonia  Novello.  New  York  State  has  made  an 
unprecedented  commitment  in  both  staff  and  finding  resources  to  fight  the  battle  against 
AIDS.  The  AIDS  Institute  administers  the  Ryan  White  CARE  Act  Title  II  funds  that  go 
to  New  York  State.  I  am  pleased  to  have  the  opportunity  to  speak  to  you  regarding 
HIV/AIDS  in  New  York  State  and  xhc  importance  of  the  Ryan  While  CARE  Act  in 
helping  us  provide  comprehensive  services  to  persons  with  HIV/AIDS  in  NY. 

Let  me  begin  by  telling  you  a  little  about  the  HTV  epidemic  in  New  York  State. 
Approximately  140,000  AIDS  cases  have  been  reported  in  New  York  State  and 
approximately  55,000  New  Yorkers  are  living  with  AIDS  ~  about  19  percent  of  the 
national  total.  The  epidemiology  of  AIDS  in  New  York  is  different  from  many  other 
areas  of  the  country.  Of  those  living  with  AIDS,  at  least  three  quarters  are  members  of 


4  In  FY  98,  56%  of  Atlanta's  Title  I  funding  was  allocated  to  Health  Care  Services;  25%  to 
Program  Support. 
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minority  groups:  43  percent  are  Black,  32  percent  are  Hispanic,  23  percent  are  White, 
euid  2%  are  Asian  American,  Pacific  Islander  or  Native  American.  Women  make  up  26% 
compared  to  74%  for  men.  Injection  drug  use  is  the  most  common  risk  factor  reported  in 

40%  of  cases.  Persons  diagnosed  with  AIDS  are  just  the  tip  of  the  iceberg  of  HIV 
infection.  It  is  estimated  that  the  number  of  persons  living  with  HIV,  beyond  the  55,000 
with  AIDS  ill  New  York  State,  is  75,000-1 1 5,000.  We  will  have  a  better  idea  of  the 
number  of  persons  with  HIV,  and  the  number  of  new  HIV  infections  each  year,  as  HIV 
reporting  is  implemented  in  New  York  beginning  this  year. 

In  discussing  the  impact  of  the  Ryan  White  CARE  Act  on  New  York  State,  it 
must  be  noted  that  New  York  began  to  organize  its  response  to  the  HIV/AIDS  epidemic 
with  the  creation  of  the  AIDS  Institute  within  the  State  Health  Department  in  1983.  By 
1991,  the  State  had  buill  a  system  of  HIV  care  that  included  ambulatory  care,  hospital 
care,  home  care,  ntirsing  home  care,  and  case  management  supported  by  Medicaid  and 
State  grant  dollars;  a  range  of  supportive  services  paid  for  by  State  and  federal  grant 
ftinds;  and  the  AIDS  Drug  Assistance  ?rog»"am,  or  ADA?,  which  began  in  1987.  When 
federal  Ryan  White  funding  became  available  in  1991,  New  York  State's  system  of 
community-based  health  care  and  services  was  already  well  developed;  Ryan  White 
funds  were  used,  along  with  increases  in  Stale  and  CDC  resources,  to  expand  and 
augment  this  system.  Specifically,  Ryan  White  resources  were  used  to: 

Augment  existing  initiatives,  most  notably  the  ADAP  and  home  care 

programs  for  the  uninsured; 

Extend  primary  care  services  to  the  uninsured; 

Fund  new  community-based  case  management  and  supportive  services 
programs;  and 
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Establish  Ryan  White  HIV  care  Qetworics  throughout  the  State.  The  care 
networks  are  local  groups  of  providers  iii  19  geographic  areas  who  work 
with  the  State  health  department  to  determine  local  program  priorities  and 
funding  allocations. 

As  the  number  of  people  with  HIV  and  AIDS  in  New  York  has  increased  over  the 
years,  so  has  the  funding  available  through  the  CARE  Act.  New  York  State  receives 
about  $285  million  for  HI  V/ AIDS  services  through  all  titles  and  sections  of  the  Ryan 
While  CARE  Act.  We  in  turn  will  provide  more  than  $143  million  in  state  dollars  for 
AIDS  programs  under  Governor  Pataki's  2000-2001  budget.  Ryan  White  ftinding  is  an 
essential  source  of  support  for  New  York's  continuum  of  HIV  services  and  has  had  a 
tremendous  impact  on  the  health  and  quality  of  life  for  New  Yorkers  affected  by 
HPtVAIDS.  -  -       '    -  ' 

A  primary  impact  of  the  Ryan  White  CARE  Act  in  New  York  is  to  make  available 
existing  and  emerging  HIV/AIDS  therapies  to  uninsured  persons  who  are  above  the  level 
of  Medicaid  eligibility.  In  New  York  State,  the  ADAP  model  has  been  expanded  and  is 
now  known  as  the  "HTV  Uninsured  Care  Programs."  These  programs  play  a  vital  role  in 
New  York  State's  health  care  system  for  people  living  with  HIV/ AIDS. 
The  program  has  three  components: 

ADAP,  the  traditional  program  that  assures  access  to  drugs  for  uninsured 

and  underinsured  New  Yorkers  wiih  HIV/AIDS; 

ADAP  Plus,  a  program  which  provides  access  to  ADAP  enrollees  to 

primary  care  services  and  laboratory  tests  for  HTV  disease  management;  and 
The  Home  Care  Program,  which  provides  more  intensive  medical  services 
needed  to  maintain  uninsured  and  underinsured  people  in  their  homes  and 
avoid  costly  hospitalization  or  nursing  home  care. 
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Through  these  programs,  providers  are  reimbursed  on  a  fee-for-service  basis  for 
the  delivery  of  HTV  services  and  medications.  The  approaches  are  client-centered  and 
seek  to  empower  individuals  with  no  or  inadequate  insurance  to  access  needed  services. 
The  programs  are  primarily  supported  by  federal  funds  under  Ryan  White  Tide  If  along 
with  an  appropriation  of  state  funds.  In  addition,  the  Department  of  Health  has  formed 
unique  partnerships  with  the  Title  I  Eligible  Metropolitan  Areas  (EMA's)  in  New  York, 
v/hich  predominately  support  the  ADA?  Plus  ambulatory  insurance  program,  to  jointly 
support  the  programs.  Thus,  the  HIV  Uninsured  Care  Programs  are  an  example  of  what 
can  be  accomplished  by  blending  funding  from  all  sources.  Stale  and  Federal,  to  ensure 
state-of-the-art  care  for  HIV-positive  persons. 

The  introduction  of  combination  aniiretroviral  therapies  for  HIV  in  1995  has  had  a 

dramatic  effect  in  reducing  progression  of  HIV  to  AIDS  and  AIDS  deaths.  As  a  result, 

New  York's  ADAP  program  has  experienced  explosive  grov^  in  the  number  of 

individuals  accessing  care  and  in  expenditures  during  the  past  three  years.  More  than 

52,000  people  living  with  HIV/AIDS  have  enrolled  in  ADAP  since  its  inception;  more 

than  20,000  were  enrolled  in  1999.  To  illustrate  the  growth  of  the  program,  let  me  give 
you  some  figures  on  monthly  utilization.  In  January  1996,  approximately  4,600  people 

were  served.  In  December  1999,  10,300  were  served  —  an  increase  of  about  124  percent 

in  almost  three  years.  More  dramatic  is  the  increase  in  monthly  expenditures. 

Expenditures  for  the  month  of  January  1996  were  $2.2  million.  By  December  1999, 

monthly  expenditures  were  $1 1 .3  million  —  an  increase  of  more  than  400  percent.  This 

is  due  to  the  expense  of  the  combination  HTV  therapies,  which  may  run  $12-15,000  per 

person  per  year.  The  ADAP  Plus  ambulatory  insurance  program  has  also  seen  a 

doubling  of  utilization  and  annual  expenditures  for  medical  care  and  laboratory  services. 

Through  ADAP,  New  York  has  been  able  to  assure  that  all  of  the  populations 

affected  by  HIV  have  equal  access  to  the  standard  of  HIV  care  —  specifically 

combination  therapy.  In  the  last  quarter  of  1 999,  80  percent  of  ADAP  participants  were 
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using  three  or  more  antiretrovirai  drugs  in  combination,  while  another  1 1  percent  were 
taking  two-drug  combinalions.  Our  ongoing  analysis  shows  no  significant  differences  in 
the  rates  of  access  to  antiretrovirals  by  gender,  race/ethnicity,  income,  or  HIV  risk  factor. 

If  not  for  the  availabiHty  of  Ryan  White  funds  for  ADAP  —  and  the  increases  in  ADAP 
supplemental  funds  available  under  the  CARE  Act  —  New  York  would  not  be  able  to 
offer  access  to  the  standard  of  HIV  care  to  all  of  its  residents  affected  by  HTV. 

The  combination  therapies  not  only  allow  persons  with  HTV  to  live  longer  and 
healthier,  allowing  many  to  be  able  to  return  to  the  work  force,  they  also  reduce  the  risk 
of  HIV  transmission  to  others.  However,  treatment  for  HIV  is  not  simply  a  matter  of 
writing  a  prescription  and  paying  the  pharmacy  bill.  Quality  health  care,  case 
management,  treatment  education  and  adherence  support  programs  are  necessary  to 
allow  people  to  stay  on  schedule  with  their  medication.  The  CARE  Act  has  been 
inslrumenial  in  maximizing  ihe  potential  of  these  new  drugs  to  extend  and  improve  life 
through  a  comprehensive  system  of  care  and  support  services.  Successful  adherence  to 
HIV  medications  is  particularly  critical  because  HIV  develops  resistance  to  the    "  ■  ' 
combination  therapies  very  quickly  if  medication  doses  are  missed  or  delayed-  Resistant 
strains  could  limit  the  effectiveness  of  HFV  drug  therapies  in  the  flimre.  Ryan  White 
Care  Act  funding  is  now  being  used  in  New  York  to  help  persons  with  HIV  stay  on 
schedule  with  their  medications  and  improve  the  effectiveness  of  the  therapies. 

Another  significant  impact  of  the  Ryan  While  CARE  Act  on  New  York  State  is 
our  ability  to  effectively  meet  a  challenge  which  has  existed  in  our  Slate  since  the 
beginning  of  the  epidemic  --  that  is,  the  chaiienge  of  making  HTv  services  accessible  to 
those  populations  who  are  not  linked  to  the  health  care  system  and  are  most  difficult  to 
reach  and  at  highest  risk;  substance  users;  communities  of  color,  the  homeless;  women 
and  children;  youth,  particularly  youth  on  the  street  and  young  gay  men;  and  persons 
with  multiple  diagnoses  (HIV,  mental  illness  and  substance  use).  New  York  has 
integrated  funds  from  Slate  and  Federal  sources  to  design  population-based  program 
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models  that  ofFer  a  comprehensive  package  of  services  to  all  afFeaed  populations 
throughout  the  State.  For  example,  we  have  located  HIV  services  in  settings  where 
affected  populations  already  receive  services,  like  substance  abuse  treatment  settings  and 
agencies  serving  communities  of  color;  we  have  co-located  HIV  services  with  support 
services  that  facilitate  access  to  care;  and  we  have  brought  the  services  to  the  client,  via 
mobile  vans  and  via  home  visits. 

In  designing  initiatives  and  determining  the  relative  priority  for  program  models, 
we  have  worked  closely  with  the  Ryan  White  Title  II  networks  which  have  been 
established  throughout  the  state,  with  our  Title  I  EMAs  and  their  planning  councils,  and 
with  the  private,  not-for-profit,  and  academic  communities.  All  initiatives  are  planned 
and  prioritized  with  the  participation  of  infected  persons  and  health  and  human  services 
providers  on  the  front  lines.  This  is  another  significant  effect  of  the  Ryan  White  CARE 
Act  —  it  has  fostered  the  establishment  of  local  and  state  partnerships  at  many  levels, 
contributing  to  our  success  in  ensuring  access  to  a  continuum  of  HIV  care  services  for 
persons  in  ail  parts  of  the  state  and  at  all  stages  of  the  disease. 

These  programs,  put  into  place  with  a  combination  of  Ryan  White  CARE  Act 
funds  in  conjunction  with  Medicaid  and  state  grant  funds  have  resulted  in  improved 
access  to  care,  reduced  hospital  costs,  and  reduced  morbidity  and  mortality  from  AIDS- 
Expensive  hospital  utilization  has  been  reduced,  with  drastic  decreases  in  hospital 
discharges  and  lengths  of  stay.  Hospital  discharge  data  show  a  reduction  in  HIV/AIDS 
hospitalizations  from  65,000  in  1995  to  less  than  45,000  in  1998  -  a  decrease  of  more 
than  30  percent.  The  average  HIV/AIDS  hospital  length  of  stay  was  1 8.9  days  in  1 990 
and  1 0.2  days  in  1998  ~  a  reduction  of  more  than  45  percent.  In  1990,  50  percent  of 
stays  were  ten  days  or  less,  and  in  1998,  75  percent  were  ten  days  or  less. 

In  addition,  the  availability  of  combination  antiretroviral  therapy  and  a  fiill 


continuum  of  HIV  services  in  New  York  State  has  resulted  in  a  dramatic  reduction  in 
HlV-related  mortality.  Between  1994  and  1995,  tliere  was  a  one  percent  reduction  in  all 
deaths  from  HIV/AIDS.  Between  1995  and  1998,  there  has  been  a  decline  in  HIV/AIDS 
deaths  of  more  than  70  percent.  And  effective  therapy  will  prevent  the  development  of 
anti  retroviral  resistance  and  reduce  HTV  transmission  to  others. 

Reauthorization  of  the  Ryan  White  CARE  Act  is  critical  to  our  efforts  in  New 
York  to  provide  quality  health  care  for  persons  with  HTV/AIDS.  I  would  like  to  discuss 
recommendations  for  the  reauthorization  of  the  CARE  Act  that  will  enhance  our  ability 
to  serve  persons  with  HTV/AIDS.  A  complete  list  of  our  recommendations  is  included  in 
my  written  testimony,  but  I  will  highlight  just  a  few  now: 

(1)  First,  we  recommend  that  Congress  maintain  the  existing  Title  structure  of  the 
CARE  Act,  with  ADA?  suppieraental  funds  as  a  component  of  Title  II  funding  to 
states,  to  minimize  potentially  harmful  service  disruptions. 

(2)  Second,  maintain  the  existing  base  Title  II  fimding  formula  and  the  separate 
ADAP  allocation  formula,  based  on  estimated  living  AIDS  cases  until  a  study  is 
conducted  of  alternatives  to  the  current  formula.  As  I  stated  earlier,  data  on  HIV, 
rather  than  AIDS,  is  a  preferable  basis  for  the  funding  formula.  However,  it  will 
take  states  like  New  York  who  are  just  now  embarking  on  HIV  Reporting  a  year  or 
two  to  get  the  system  fully  operational  and  producing  quality  data. 

(3)  Because  the  number  of  people  living  with  HIV  continues  to  increase  we 
recommend  expanded  authorized  funding  levels  for  all  Titles  of  the  Act. 

(4)  We  reconmiend  further,  that  the  reauthorized  CARE  Act  allow  ADAP 
supplemental  funds  to  be  used  specifically  for  medical  monitoring,  medications 
adherence  support,  and  laboratory  testing,  all  of  which  are  key  components  of  HIV 
treatment. 

(5)  Getting  people  tested  for  HTV  and  into  care  as  quickly  as  possible  is  important  for 
successful  HIV  treatmenL  Therefore,  CARF,  Act  funding  should  be  allowed  to  be 


used  for  a  full  range  of  outreach  activities  and  for  HIV  counseling  and  testing  for^ 
purposes  of  case  finding  in  all  Ryan  White-funded  settings,  in  order  to  identify 
HIV-positive  persons  and  bring  them  into  care.  This  is  currently  allowed  by  Titles 
in  and  IV,  and  should  be  allowed  by  all  Titles. 

(6)  We  also  need  fiexibility  in  administering  care  act  funds.  We  recommend  that 
Congress  not  impose  a  cap  on  the  use  of  funds  for  quality  assurance  and  quality 
improvement  activities,  thereby  limiting  our  ability  to  carry  out  these  essential 
activities.  Also,  quaUty  management  programs  should  not  be  defined  specifically 
in  legislation.  These  are  important  programs,  but  the  Act  should  give  states  the 
flexibility  we  need  to  implement  programs  applicable  to  our  specific  service 
delivery  systems  and  program  needs. 

(7)  Finally,  do  not  require  in  statute  that  we  conduct  planning  and  priority  setting 

based  on  the  needs  of  individuals  not  in  care.  This  information  cannot  be 
routinely  gathered  short  of  a  major  research  program,  which  probably  would  not 

be  cost  effective. 

I  hope  my  remarks  have  illustrated  the  critical  importance  of  the  Ryan  White 
CARE  Act  to  New  York  State,  and  that  you  will  consider  our  recommendations  for  a 
reauthorized  CARE  Act.  I  would  be  happy  to  discuss  these  issues  further  with  you  or 
your  staff 

Thank  you  for  the  opportunity  to  speak  to  you  today. 


71 


ATTACHMENT 


RYAM  WHITE  C-A.R.E.  ACT  REAUTHORIZATION 


NEW  YORK  STATE  RECOMMENDATIONS 


A. 


STRUCTURE  OF  THE  C.A.R.E.  ACT 


Maintain  the  existing  Title  structure  of  the  Act  to  minimize  potentially  hannful  service 
disruptions. 

AIDS  Drug  Assistance  Program  (ADAP)  Supplemental  Funds:  Retain  the  existing  structure 
with  earmarked  ADAP  funds  as  a  component  of  Title  II  funding  to  states,  and  with  a  separate 
allocation  formula. 


AllocatiojDLFQrmula:  Use  the  existing  funding  formula,  which  is  based  on  estimated  living 
AIDS  cases,  while  a  study  is  conducted  of  alternatives  to  the  current  formula. 

Expand  the  authorized  funding  leveb  for  all  components  of  the  Act. 

Bolster  authorized  funding  for  state  perinatal  HIV  prevention  and  treatment  activities. 

Prioritize  ncvy  funding  available  through  Title  HI,  based  on  need,  for  programs  in 
geographic  areas  of  states  outside  their  Title  T-fonded  metropolitan  areas  and  in  states  diat 
do  not  have  Title  I  areas. 

Authorize  a  new  supplemental  funding  portion  of  Title  il  that  would  distribute  enhanced 
resources  to  states  to  increase  service  capacity  in  underserved,  non  Title  I  areas,  with  a  particular 
emphasis  on  states  that  do  not  have  Title  I  funded  areas.  This  proposed  supplemental  portion 
of  Title  II  should  be  funded  with  new  appropriated  resources. 

Hold  Harmless  Provisions:  Retain  the  existing  provisions  of  the  law  that  limit  the  loss  of 
resources  to  a  jurisdiction  over  time,  with  the  FY  2000  award  as  the  base  amount. 

Do  not  put  a  competitive  funding  program  within  Title  II.  Title  II  awards  should  continue 
lo  be  formula  driven  to  ensure  that  states  are  able  to  address  statewide  service  needs  in  non-Tide 
I  cities,  suburban  and  rural  areas. 


Expand  the  flexibility  of  service  parameters  for  Tide  I  and  Title  U  funding  to  include  HIV 
counseling  and  testing  for  purposes  of  casefinding  and  outreach  activities.  HIV  counseling 
and  testing  should  be  allowed  in  ALL  Title  I  and  Title  U-funded  settings  and  should  not  be 
limited  to  medical  providers  or  providers  that  are  considered  by  HRSA  to  be  points  of  entry  to 
medical  care.  Ct)mmuiuty-based  organizations  serving  vulnerable  populations  may  be  ideal 
settings  in  w^ich  to  conduct  coimscling  and  testing. 

Expand  the  range  of  allowable  serv  ices  for  dedicated  ADAP  funds  to  include  medical 
monitoring,  medications  adherence  support,  and  laboratory  testing  that  are  key  components  of 
HIV  treatment. 

Allow  quality  asstirance  and  quality  improvement  activities  to  be  funded  through  grantee 
and  subgrantee  program  spending,  rather  than  statutorily  limiting  these  legitimate 
programmatic  costs  by  defining  them  as  administrative  or  evaluation  activities  that  are  subject 
to  a  cap.  Do  not  define  quality  management  programs  in  legislation.  Rather,  states  should 
have  the  flexibility  to  implement  quality  management  programs  applicable  to  their  program 
activities  and  needs. 


B. 


ALLOCATION  OF  FUNDING 


C- 


ALLOWABLE  USES  OF  FUNDS 
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Increase  flexibility  by  removing  evaluation  as  a  statutorily  limited  Title  II  expenditure  to 
allow  states  to  expand  the  use  of  program  funding  to  better  demonstrate  program  effectiveness. 

Do  not  mandate  population-specific  fanding  set-asides.  Rather,  states  should  address  the 
disproportionate  impact  of  HTV  on  underserved  populations  by  directing  funding  based  on 
epidemiology  and  assessments  of  need. 

Do  not  mandate  specific  core  services.  For  example,  do  not  limit  allowable  services  to  clinical 
services- 
States  .should  continue  to  have  the  flexibility  to  fund  a  vsriety  of  supportive  services  that 
are  necessary  to  engage  and  maintain  people  in  health  care.  Do  not  limit  support  services  to 
those  where  a  definite  link  to  medical  care  can  be  demonstrated,  as  the  inability  to  positively 
link  support  services  to  medical  care  could  limit  states'  ability  to  fluid  concrete  services  for  low- 
income  f)er5ons  that  allow  them  to  access  care  and  enhance  their  lives. 

Permit  the  use  of  Title  II  funds  for  surveillance  and  related  data  collection. 

Do  not  establish  a  new  program  to  support  HIV  service  capacity  development.  Rather, 
capacity  development  should  be  an  allowable  activity  under  Titles  I  and  II. 

PLANNING  AND  ADMINISTRATION 

Do  not  require  planning  and  priority  setting  to  be  based  on  the  needs  of  individuals  NOT 
in  care  or  services.  The  legislation  should  not  mandate  activities  that  are  based  on  information 
"    that  is  not  known  and  impossible  to  collect  (e.g.,  assessing  the  service  needs  of  persons  not  in 
care). 

Streamline  the  Title  II  planning  process  by  moving  to  a  system  of  multi-year  awards  and 
biannual  planning  processes  and  grant  cycles. 

Prepared  Statement  of  Christopher  Grace,  M.D. 

1.  Introduction 

I  am  an  infectious  disease  specialist  with  the  University  of  Vermont  College  of 
Medicine.  I  have  been  providing  care  to  people  with  human  immunodeficiency  vims 
(HIV)  infection  in  Vermont  since  1987.  I  am  here  to  testify  in  support  for  the  re- 
authorization of  the  Ryan  White  CARE  Act  and  to  outline  how  CARE  Act  fimding  has 
helped  overcome  many  barriers  to  providing  HIV  care  to  ultimately  improve  the  health  of 
people  living  with  HFV  in  Vermont. 

Grant  support  to  our  program  from  the  Ryan  White  CARE  Act  began  in  1994.  We 
were  fortunate  to  receive  funding,  initially  fi"om  the  Special  Projects  of  National 
Significance  (SPNS)  as  well  as  Title  n  and  most  recently  from  Title  m.  The  HTV  /AIDS 
early  intervention  funding  through  Title  in  has  allowed  my  colleagues  and  me  the  ability 
to  provide  care  to  persons  living  with  HIV  and  AIDS  throughout  the  state  of  Vermont. 

As  of  early  2000,  Title  III  of  the  CARE  Act  provides  direct  federal  grants  to  197 
community-based  and  public  health  centers  in  43  states,  the  District  of  Columbia,  and 
Puerto  Rico.  The  goal  is  to  provide  comprehensive  early  intervention  HIV/AIDS  health 
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care  to  historically  under-served  communities,  families,  and  individuals  living  with  HTV 
disease  in  urban  and  niral  areas.  The  Title  HI  program  is  intended  to  provide  HTV  care  to 
hard-to-reach  individuals  and  geographically  isolated  communities  who  have  HTV  care 
needs.  Over  half  of  Title  IH  providers  are  located  in  rural  and  geographically  isolated 
communities.  Title  III  plays  a  critical  role  in  efforts  to  increase  the  early  diagnosis  and 
treatment  of  HTV  disease  within  the  African  American  and  Latino  communities.  In  1998 
Title  m  served  over  96,000  people  living  with  mV  disease. 

The  Title  HI  funding  in  Vermont  supported  the  development  of  three  new  HTV 
specialty  clinics  and  continuation  of  the  previously  established  clinic  at  the  University  of 
Vermont.  The  four  clinic  program  is  known  as  the  Vermont  Comprehensive  Care  Clinics 
(CCC).  Without  this  critical  funding,  clinical  care  could  not  have  been  provided  and  I 
believe  people  with  HTV  in  Vermont  would  have  suffered  and  died. 

2.  The  Increasing  HTV  epidemic  in  rural  America 

The  AIDS  epidemic  has  traditionally  been  considered  a  phenomenon  of  large 
metropolitan  areas.  The  epidemic  however  has  crept  insidiously  into  all  rural  areas  of  the 
United  Stales.  More  recently  the  spread  of  HTV  and  the  growth  of  the  epidemic  has  been 
more  rapid  in  rural  areas  of  the  United  States  This  increase  is  related  not  only  to  patients 
infected  and  diagnosed  in  rural  areas  but  also  to  migration  of  HTV  infected  persons  from 
urban  to  rural  settings.  (EF  Fordyce,  Statistical  Bulletin  1997). 

This  increase  in  the  rural  HTV  epidemic  has  been  associated  with  a  shift  of  the 
ajBfected  populations.  Rural  areas  are  seeing  an  increasing  number  of  infected  women  and 
minorities,  higher  rates  of  heterosexual  and  injection  drug  related  HIV  transmission,  and 
more  people  crippled  by  poverty,  psychiatric  illness,  and  alcohol  and  crack  cocaine 
dependency. 

Patient  history: 

"Jack"  is  a  31  year  old  man  who  presented  to  the  clinic  a  year  ago  with 
newly  diagnosed  HTV.  He  was  fatigued  and  scared  Scared  of HIV,  scared  of 
dying,  scarad  that  someone  in  his  small  town  or  immediate  family  would find 
out  his  HIV  status,  and  scared  that  he  would  not  see  two  young  children  grow 
up.  He  was  unemployed,  uninsured  and  was  barely  existing  day  to  day.  He 
was  anxious,  depressed  and  at  times  suicidal.  His  CD  4  count  was 
200cells/mm^  cmd  his  viral  load  was  40,000  copies.  His  difficulties  with  poor 
memory,  inattention  and  poor  concentration,  cmd  social  inactivity  were  found 
attributable  to  borderline  mental  retardation  after  evaluation  at  the  CCC.  He 
was  begun  on  highly  active  anti-retroviral  therapy  (HAART),  received 
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disability,  and  supported  by  his  clinic  team.  His  energy  has  improved.  His 
CD  4  count  is  now  up  to  600  cells-'mm^.  His  HIV  is  fully  suppressed  He  is 
beginning  to  think  he  will  see  his  children  grow  up.  He  remains  terrified  about 
losing  his  confidentiality.  He  is  now  living  with  HF/ rather  tlian  slowly  dying 
fi-om  it  as  he  was  a  year  ago  before  coming  to  the  clinic. 

The  rural  psychosocial  profile  of  HTV  infected  people  has  been  studied  by  Timothy 
Heckman,  Ph.D.  (Journal  of  Rural  Health,  1998)  and  succinctly  summarized  as  follows: 
"  Compared  with  theii  urban  counterparts,  rural  people  with  HIV  reported  a  significantly 
lower  satisfaction  with  life,  lower  perceptions  of  social  support  from  family  members  and 
friends,  reduced  access  to  medical  and  mental  health  care,  elevated  levels  of  loneliness, 
more  community  stigma,  heightened  fear  that  their  HIV  status  would  be  learned  by 
others,  and  more  maladaptive  coping  strategies." 


3.   Barriers  to  HTV  care  in  rural  America 

HTV  infection  is  a  complex  medical,  psychosocial,  and  economic  illness.  Numerous 
barriers  impede  the  provision  of  care  to  persons  with  this  illness  in  rural  areas.  Because  of 
these  barriers,  patients  may  not  seek  health  care  or  may  be  forced  to  travel  long  distances 
for  expert  care.  Delays  in  seeking  care  could  increase  the  risk  of  complications, 
hospitalizations,  and  death. 

Barriers  to  accessing  HIV  health  care  include: 

a)  Complexities  of  HIV  care.  This  complexity  necessitates  expertise 
in  the  delivery  of  medical  and  psychosocial  care.  The  median 
survival  time  for  people  receiving  care  for  HFV/AIDS  is  increased 
if  an  mv  expert  provides  the  care  (MM  Kitahata,  NEJM  1 996). 
Compliance  with  care  is  associated  with  patient  perception  of 
physician  knowledge.  Because  of  limited  HIV  expertise  in  rural 
areas  of  the  United  States,  people  living  with  HTV  in  these  areas 
may  not  have  access  to  state  of  the  art  health  care  that  has  had  such 
a  huge  success  in  decreasing  mortality  and  improving  quality  of 
life  in  metropolitan  areas.  The  provision  of  care  is  labor  intensive 
and  requires  a  team  of  dedicated  health  providers  who  understand 
not  only  the  viral  illness  but  also  the  human  struggle  involved  in 
battling  this  infection. 


b)  Lo7ig  travel  distances  In  Vermont,  most  people  living  in  rural 
areas  must  travel  considerable  distances  to  access  HIV  health  care. 
Sometimes  this  travel  is  impossible  due  to  lack  of  transportation, 
long  winters  with  icy  roads,  or  patients  being  too  ill  or  weak  to 
make  the  long  trip  to  their  doctor  or  counselor. 


c)  Confidentiality:  Discrimination  against  people  with  HTV/ AIDS  is 
still  rampant.  Many  patients  remain  afraid  to  tell  their  families, 
friends,  employers,  insurance  companies,  and  even  their  own  local 
doctors  about  their  infection.  This  fear  is  compounded  in  small 
rural  communities  due  to  their  close  knit.  The  keystone  of  any 
health  care  service  model  in  rural  America  is  confidentiality. 
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d)  Limited  health  insurance:  The  populations  most  affected  by  HTV 
are  young  adults.  The  unemployment  rate  is  high  and  most  do  not 
have  adequate  medical  insurance.  Fear  of  high  medical  costs  keep 
people  from  accessing  and  receiving  health  care. 

e)  Limited  psychiatric  and  substance  abuse  care:  The  HIV  epidemic 
is  changing.  The  number  of  patients  accessing  HIV  care  who  also 
need  psychiatric  and  drug  and  alcohol  counseling  is  increasing 
rapidly.  The  resources  available  to  supply  this  counseling  are 
limited. 

f)  Limited  jnass  transportation.  Many  patients  do  not  have 
automobiles  nor  can  they  afford  the  fuel  expenses  to  travel  100  to 
150  miles  for  their  HTV  care.  In  most  rural  areas,  public 
transportation  remains  very  limited  or  unaffordable. 

4.  HOrV  in  Vermont 

Vermont  is  one  of  the  most  rurahstates  in  the  nation.  It  has  a  population  of  586,000 
persons  living  within  9,615  square  miles  in  northern  New  England.  The  Green  Mountains 
bisect  the  state  north  to  south  and  the  main  interstate  runs  east  to  west,  roughly  dividing 
the  state  into  quadrants.  The  long  winters,  mountainous  terrain,  limited  highway  system, 
and  minimal  public  transportation  makes  access  to  HIV  care  difficult 

The  5rst  Vermont  case  of  AIDS  was  reported  in  1982.  As  of  December  1999,  there 
have  been  355  reported  cases  of  AIDS  in  the  state.  The  Vermont  Department  of  Health 
estimates  that  there  are  between  335  -430  people  with  HIV  living  in  Vermont. 

Prior  to  the  development  of  the  Ryan  White  CARE  Act  supported  Comprehensive 
Care  Clinic  program,  HTV  specialty  care  was  very  limited.  The  only  regional  HTV  clinics 
were  located  at  the  University  of  Vermont  in  Burlington  in  the  northwestern  quadrant  of 
the  state  and  at  the  Dartmouth  Hitchcock  Medical  Center  in  Lebanon,  New  Hampshire. 
Patients  were  either  not  accessing  care  at  all  or  traveling  long  distances  (sometimes  4-6 
hours  round  trip)  for  their  care.  See  Figure  1. 

5.  The  Vermont  Model  for  HIV  Service  Delivery 

The  Vermont  model  of  HTV  care  reduces  travel  time  to  health  care  for  the  patient, 
brings  state  of  the  art  HTV  medical  care  to  the  patient  in  his  or  her  own  community, 
emphasizes  the  personal  relationship  between  the  provider  and  the  patient,  and  is 
COTtered  on  assurance  of  confidentiality  (CJ  Grace,  AIDS  patient  Care  and  STD,  1999). 
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With  Ryan  White  CARE  Act  funding  three  clinics  have  been  established  in  Vermont 
(Rutland  in  8/94,  Brattleboro  in  10/95  and  St.  Johnsbury  in  10/96).  These  clinics,  in 
collaboration  with  the  established  clinic  in  Burlington,  provide  specialty  HIV  care  in  each 
quadrant  of  the  state.  See  Figure  2.  The  clinics  are  housed  in  regional  community 
hospitals.  An  HIV  trained  nurse  practitioner  and  social  worker  staff  each  clinic.  HIV 
physicians  and  a  nutritionist  from  the  University  of  Venmoni  travel  monthly  to  each  of 
the  three  clinics  outside  of  the  Burlington  area  in  addition  to  providing  care  in 
Burlington.  Patients  now  travel  much  shorter  distances  for  their  HTv  care  because  the 
specialist  is  traveling  to  them.  The  travel  time  for  the  IHV  specialist  averages  2-  3  hours 
each  way.  The  continuum  of  comprehensive  care  provided  includes  state  of  the  art  anti- 
retroviral  therapy,  immunizations,  infection  prophylaxis,  diagnosis  and  management  of 
infections  and  psychosocial  case  management.  Medical  insurance  counseling, 
psychosocial  support  for  the  affected  families,  referral  for  dnjg,  alcohol  and  psychiatric 
counseling,  transmission  risk  reduction  education,  and  anonymous  HTV  testing  are  also 
provided.  .     '  ' 

Since  the  initial  SPNS  funding  in  October  1994,  426  patients  have  received  care. 
There  are  currently  276  patients  actively  being  cared  for.  The  patient  population 
underscores  many  of  the  barriers  encountered  by  patients  and  providers  alike.  Despite  the 
fact  that  the  population  of  Vermont  contains  only  2-3  %  percent  conmiunities  of  color,  15 
%  of  the  clinic  population  is  African  American,  Hispanic,  Asian  or  Native  American. 
Women  comprise  18  %  of  the  patients  served  which  is  higher  than  the  national  average. 

The  majority  of  patients  have  presented  to  the  clinic  program  with  advanced  stages  of 
HIV  infection.  More  than  50  %  of  the  patients  have  AIDS  upon  their  initial  visit.  More 
than  70  %  have  CD  4  counts  less  than  500  cells/mm'  when  first  seen.  Twenty  five 
percent  of  the  patients  are  co-infected  with  hepatitis  C  virus  further  complicating  their 
care.  * 

Fifty  percent  of  the  patients  are  unemployed  including  63  %  from  the  three  most  rural 
clinics.  The  majority  has  either  no  insurance  or  only  Medicaid  or  Medicare.  Most  of  the 
current  patients  are  impoverished  with  36  %  below  the  1999  Federal  poverty  guideline 
and  another  20  %  below  200%  of  the  guideline. 

We  estimate  that  injection  drug  use  has  contributed,  directly  or  indirectly,  to  greater 
than  40  %  of  the  HTV  infection  in  the  state.  More  than  60  %  of  the  patients  were  most 
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likely  infected  out  of  state  and  migrated  to  Vermont,  many  not  knowing  they  were 
already  HTV  infected. 


6.  Collaboration 

Collaboration  with  other  CARE  act  titles  is  vital  to  the  ongoing  health  of  the  people 
with  HIV  living  in  Vermont  and  other  rural  areas.  Support  for  the  CCC  program  comes 
from  Title  IE  and  H.  Money  for  AIDS  medications  comes  from  Title  U  ADAP  (AIDS 
Drugs  Assistance  Program).  Title  11  funds  also  support  regional  AIDS  Service 
Organizations  that  work  collaboratively  with  the  medical  providers  for  community 
education  and  patient  support.  The  Com.prehensive  Care  Clinics,  along  with  all  Title  11 
organizations,  are  on  the  board  of  the  Vermont  HTV/AIDS  Care  Consortium.  The 
Consortium  is  a  statewide  planning  body  for  Ryan  White  CARE  Act  and  State  of 
Vermont  AIDS  related  funds.  The  Comprehensive  Care  Clinic  team  works  with  the 
Vermont  Depaitment  of  Health  for  provider  education  through  funds  from  the  Ryan 
White  CARE  Act  New  England  AIDS  Education  and  Training  Center. 

7.   Successes  as  a  result  of  CARE  Act  funding  in  Vermont 

Patients  coming  to  these  clinics  now  have  the  opportunity  to  receive  state  of  the  art 
medical  care  that  similar  patients  may  receive  in  metropolitan  areas.  Each  patient  has  a 
personal  relationship  with  the  clinic  team  members.  All  patients  receive  full  case 
management,  nutritional  counseling,  dental  care,  and  other  subspecialty  referral  as 
needed.  Through  collaborative  arrangements,  substance  abuse  treatment  and  mental 
health  services  can  be  provided 

Without  support  from  the  Ryan  White  CARE  Act,  the  quality  HTV  care  provided  in 
Vemnont  would  not  be  possible.  The  Vermont  CCC  program  has  reduced  travel  time  to 
HTV  care  for  patients  throughout  the  state.  Prior  to  the  opening  of  the  three  most  rural 
clinics,  87  %  of  the  patients  from  the  areas  of  the  state  without  previous  specialty  care 
were  traveling  longer  than  30  minutes  and  64  %  greater  than  one  hour  for  HTV  care.  After 
opening  these  three  rural  clinics,  51%  were  traveling  less  than  30  minutes  and  87  %  less 
than  one  hour.  This  reduction  in  travel  time  has  removed  one  of  the  major  barriers  to  care 
in  this  rural  state. 


78 


Patients  who  have  received  care  in  the  CCC  program  have  had  an  improvement  in 
their  health.  Death  rates  over  the  past  three  years  have  fallen.  The  number  of  patients 
with  CD  4  counts  less  than  200  cells/mm^  has  decreased  while  the  number  of  patients 
with  >  500  CD4  cells/mm"'  has  increased.  Patients  receiving  care  in  one  of  the  three  most 
rural  clinics  (number  of  patients  "  133)  have  had  a  decrease  in  their  unemployment  rate 
from  63  %  to  53  %. 

Ryan  White  CARE  Act  fonding  has  removed  many  barriers  to  HTV  care  in  this  rural 
stale.  It  has  allowed  patients  to  receive  state  of  the  art  health  care  in  their  own  community 
in  a  confidential,  supportive,  and  secure  setting.  Patients'  health  and  well  being  have 
significantly  improved.        :  .      ;  =   /  , 

Patient  history: 

"Helen '"  is  a  60  year  old  mother  of  three  and  grandmother  of  five.  She  has 
been  married for  30  years.  When  she  first  presented  to  the  CCC  she  had  been  sick 
for  six  months  with  fever  and  weight  loss.  Her  primary  care  providers  thought  she 
had  leukemia.  By  the  time  she  was  diagnosed  with  AIDS  she  had  become  a 
withered,  debilitated  shadow  of  her  former  self  and  was  facing  death  in  the  near 
future.  Her  CD  4  count  was  zero,  viral  load  >  500, 000  copies  and  she  had 
disseminated  infection  with  Mycobacterium  avium.  Because  of  her  infection  her 
husband  was  tested  and found  to  be  HIV  positive.  They  live  in  a  rural  town  of 
2000  people  located  2  V2  hours  from  the  University  hospital.  Knowledge  of  her 
HIV  infection  would  devastate  her  family  and  she  feared  ostracism  from  her 
commumty.  One  of  the  CARE  Act  supported  Comprehensive  Care  Clinics  wcis 
located  only  30  minutes  from  her  home.  There  she  was  treated  with  HAART and 
antibiotics  for  her  Mycobacterium  infection  The  clinic  team  counseled  hercoid 
her  husband  through  their  illnesses.  She  and  her  husband  elected  to  get  their 
medications  near  the  clinic  coid  not  risk  getting  any  health  care  in  their  own  town. 
Within  eight  months  Helen  had  regained  her  weight  and  strength  cmd  returned  to 
work  Now  that  she  looks  healthy  again,  no  one  in  her  town  is  asking,  "what  is 
wrong  Helen?  "  a  question  she  was  afraid  to  answer. 

The  remarkable  success  of  the  Comprehensive  Care  Clinic  program  would  not  have 
been  possible  without  CARE  Act  funding.  Speaking  for  my  colleagues  and  the  patients 


we  care  for  I  thank  you  for  your  ongoing  support  of  the  Ryan  White  CARE  Act. 
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Statement  of  the  National  Coalition  for  the  Homeless 


Reauthorization  of  the  Ryan  White  CARE  Act 

SUMMARY  OF  RECOMMENDATIONS 
January  2000 

Grantee  Planning,  Reporting,  and  Capacity-Building 

1 .  Expand  Participation  in  Grantee  and  Contractor  Planning  (Title  I,  Title  II). 

2.  Document  Needs  of  and  Establish  Priorities  for  Special  Populations  (Title  I,  Title  II). 

3.  Develop  Knowledge  that  Strengthens  Providers'  Capacity  to  Offer  Homeless- 
Competent  Services  (All  Titles). 

Consumer  Involvement 

1 .  Expand  Participation  in  Grantee  and  Contractor  Planning  (Title  I,  Titie  II). 

Designation  of  Homeless  Persons  as  Priority  Population 

1 .  Define  Homeless  Persons  as  Disproportionately  Affected  and  Historically 
Underserved  Subpopulation  (All  Titles). 

2.  Require  Grantees  to  Direct  Funds  to  Homeless  Persons  (Title  I,  Title  II). 

3.  Retain  Homelessness  as  Factor  in  Demonstrating  Severe  Need  (Titie  I). 

4.  Award  Early  Intervention  Funds  to  Homeless  Health  Providers  (Titie  HI). 

5.  Award  Early  Intervention  Planning  Funds  to  Special  Population  Health  Providers 
(Title  III). 

Outreach  and  Enrollment 

1.  Retain  Outreach  Requirements  of  RWCA  Grantees  (All  Titles). 
Participant  Tracking 

1 .  Require  Grantees  to  Assess  Participant  Housing  Status  and  Need  (Title  I,  Title  II, 
Titie  ni). 

Elimination  of  Regulatory  and  Administrative  Impediments 

1 .  Clarify  Homeless  Persons'  Ehgibility  for  Home-  and  Community-Based  Care  (Title 

n). 

Provision  of  Appropriate  Services 

1.  Amplify  Scope  ofRWCA  Services  (Title  I,  Title  n). 

2.  Apply  Knowledge  Development  Findings  to  Service  Delivery  (Titie  I,  Title  II). 
Discharge  Planning 

1 .  Avert  RWCA  Patient  Discharge  into  Homelessness  (Titie  I,  Title  II) 
Outcome  Measurement 

1.  Include  Homelessness  and  Housing  Variables  among  RWCA  Outcome  Measures  (All 
Tities). 

Federal  Program  Management 

1.  Establish  Federal  Plan  on  HIV/AIDS  and  Homelessness. 

2.  Ensure  Coordination  of  Federal  HIV/AIDS  Programs. 
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HIV/AIDS  and  Homelessness 

Human  Immunodeficiency  Virus  (HIV)  Disease/Acquired  Immune  Deficiency  Syndrome 
(AIDS)  and  homelessness  are  twin  plagues  that  take  a  staggering  toll  on  individuals 
experiencing  both  conditions,  and  on  society  as  a  whole.  Each  condition  complicates  the 
other,  and  lives  hang  in  the  balance  as  patients  and  their  care  providers  attempt  to  sort 
through  the  complications  of  the  dual  health  and  social  conditions  and  assure  critical 
services  to  resolve  both. 

The  prevalence  of  HTV/AIDS  is  dramatically  higher  among  homeless  people  than  in  the 
general  population.  Medical  and  social  conditions  associated  with  homelessness  make 
HTV/AIDS  prevention,  early  intervention,  treatment,  and  care  especially  difficult  for 
persons  lacking  residential  stability. 

Homeless  persons  are  experiencing  limited  access  to  preventive  and  therapeutic 
HTV/AIDS  care.  Preventive  measures  commonly  used  in  other  populations  at  increased 
risk  for  HTV  infection  are  often  unavailable  to  homeless  persons,  in  part  because  they  are 
not  delivered  at  locations  where  homeless  persons  congregate.  A  number  of  strategies 
shown  to  reduce  HTV  risks  in  the  homeless  population,  including  substance  abuse  and 
mental  health  treatment,  needle  exchange  programs,  safe  injection  education  and  the 
provision  of  condoms,  are  not  routinely  available.  Linkages  among  primary  care,  HTV 
treatment,  mental  health,  and  addiction  service  providers,  though  effective  where  they 
exist,  are  also  limited.  Similarly,  some  health  and  support  service  providers  lack 
sufficient  training  to  engage  homeless  clients'  active  participation  in  HTV  risk  reduction. 

Homeless  individuals  who  receive  their  health  care  services  firom  health  care  safety  net 
providers — the  overwhelming  majority  of  the  population — ^are  likely  to  face  limited 
access  to  HTV  testing  and  specialty  care.  Homeless  persons  testing  positive  for  HTV  who 
seek  care  are  often  unable  to  obtain  referrals  to  HTV/AIDS  specialists.  Not  all  homeless 
people  who  need  prophylactic  antibiotic  therapy  for  opportunistic  infections  receive  it. 
And,  although  new  medications  have  reduced  the  number  of  HTV  cases  that  progress  to 
ATDS,  antiretroviral  therapy  is  not  universally  available.  Many  homeless  persons  are 
excluded  fi"om  such  therapy  because  they  lack  stability,  housing,  regular  access  to  food, 
water  and  other  resources  needed  to  ensure  adherence.  Homeless  persons  with  HTV  and 
other  diagnoses,  including  addictive  and  mental  disorders,  face  extra  challenges  in 
receiving  care  in  a  coordinated  manner. 

Moreover,  homeless  persons'  limited  access  to  comprehensive  health  care  delays  the 
identification  of  HTV,  accelerates  the  onset  of  AIDS,  and  impedes  the  resolution  of  other 
health  disorders,  such  as  addictive  and  mental  disorders,  that  interfere  with  HTV  risk 
reduction  and  treatment  Restricted  access  to  health  care  is  also  a  contributing  factor  in 
the  increased  prevalence  of  opportunistic  infections  and  other  medical  conditions, 
including  tuberculosis,  that  are  more  common  among  homeless  people  than  among  other 
groups. 

The  common  missing  ingredient  in  the  health  care  continuum  for  homeless  persons  is 
stable  housing.  Successfiil  health  outcomes,  including  HTV/AIDS  stabilization  and 
treatment  adherence,  is  contingent  on  the  patients'  access  to  a  place  to  store  medication 
and  food,  a  stable  water  supply,  bathroom  facilities,  a  secure  place  to  rest,  a  dependable 
contact  location,  protection  from  harm,  emotional  security,  and  hope. 
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Public  Policy  Responses  to  HIV/AIDS  and  Homelessness 

Given  the  extraordinary  challenges  that  homeless  persons  with  HIV/AIDS  are  facing, 
public  policy  directed  to  their  unique  needs  and  life  circumstances  is  more  than  justified 
and  long  overdue.  The  National  Coalition  for  the  Homeless  (NCH)  and  the  National 
Health  Care  for  the  Homeless  Council  (National  Council)  are  actively  pursuing  the  best 
remedies  to  the  twin  challenges  of  HIV/AIDS  and  homelessness — the  establishment  of 
mechanisms  to  ensure  universal  access  to  health  care  and  affordable  housing. 
Incremental,  and  admittedly  insufficient,  responses  include  the  establishment  and  funding 
of  health  and  housing  safety  net  programs  targeted  to  homeless  persons  with  HTV/AIDS. 
A  third  alternative,  and  the  one  which  the  NCH  and  the  National  Council  are  pursuing  in 
this  document,  is  improvement  in  homeless  persons'  access  to  and  quality  of  care  in  key 
nontargeted  ("mainstream")  programs  available  to  assist  low-income  people,  including 
those  experiencing  residential  instability.  Reauthorization  of  the  Ryan  White 
Comprehensive  AIDS  Resources  Emergency  (CARE)  Act  (RWCA)  presents  an 
opportunity  to  make  such  improvements  in  the  nation's  mainstream  HIV/AIDS  safety  net  ■ 
system. 

Ryan  White  CARE  Act  Services  and  Homelessness 

hi  October  1999,  NCH,  the  National  Council,  and  four  other  national  homeless  advocacy 
organizations'  adopted  a  joint  position  calling  all  federal  departments  and  agencies  with 
responsibilities  for  key  nontargeted  programs  available  to  assist  low-income  people  to  take 
actions  that  enable  federally-fimded  systems,  programs,  and  grantees  to  prevent  and  end 
homelessness,  uid  support  persons  experiencing  homelessness.  The  position,  in  the  form  of  a 
suggested  Executive  Order,  suggests  numerous  intersections  along  a  nontargeted  program's 
policy  and  program  development,  implementation,  and  evaluation  continuum  where 
interventions  would  remedy  the  challenges  that  homeless  persons  currently  face  in  accessing, 
utilizing,  and  succeeding  in  key  nontargeted  programs.  Those  intersections  are: 

A.  grantee  planning,  reporting,  and  capacity-bmlding; 

B.  consumer  involvement; 

C.  designation  of  priority  populations; 

D.  outreach  and  enrollment; 

E.  participant  tracking; 

F.  elimination  of  regulatory  and  administrative  impediments; 

G.  provision  of  appropriate  services; 

H.  discharge  planning;  and, 

I.  outcome  measurement 

NCH  and  the  National  Coimcil  recommend  a  number  of  statutory  changes  to  the  RWCA  that 
serve  to  formalize  interventions  which  correspond  to  the  areas  of  intersection  outlined  above. 


'  National  Alliance  to  End  Homelessness,  National  Coalition  for  Homeless  Veterans,  National  Law  Center  on 
Homelessness  &  Poverty,  National  Network  for  Youth. 
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Recommended  Amendments 
To  the 

Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE)  Act  (RWCA) 
(Public  Health  Service  Act  (PHSA),  Title  XXVI) 

Strilccout  indicates  deleted  text.  Underline  indicates  new  text 

A.  Grantee  Planning,  Reporting,  and  Capacity  Building 

1.       Expand  Participation  in  Grantee  and  Contractor  Planning  (Title  I,  Title  II). 

Amend  Section  2602(b)(2)  of  the  PHSA  as  follows: 

Sec.  2602  ADMINISTRATION  AND  PLANNING  COUNCIL, 
(b)  HIV  HEALTH  SERVICES  PLANNING  COUNCIL.  — *** 

(2)  Representation.  — The  HIV  health  services  planning  council  shall  include  representatives 
of — (A)  health  care  providers,  including  federally  qualified  health  centers; 

(B)  community-based  organizations  serving  affecting  populations  and  AIDS  service 
organizations; 

(C)  social  service  and  housing  providers; 

(D)  mental  health  and  substance  abuse  providers; 

(E)  local  public  health,  housing,  education,  emplovment  rehabilitation,  human  services,  and 
corrections  agencies; 

(F)  hospital  planning  agencies  or  health  care  planning  agencies; 

(G)  affected  communities,  including  people  with  HIV  disease  or  AIDS  and  disproportionately 
affected  and  historically  underserved  groups  and  subpopulations; 

(H)  non-elected  community  leaders; 

(I)  State  government,  (including  the  State  Medicaid  agency.  State  housing  agency.  State  mental 
health  agency.  State  substance  abuse  agency.  State  education  agency.  State  employment  agency. 
State  rehabilitation  agency.  State  human  services  agency.  State  corrections  agency,  and  the 
agency  administering  the  program  under  part  B); 

(J)  grantees  under  subpart  n  of  part  C;  ^td 

(K)  grantees  under  section  2671 ,  or,  if  none  are  operating  in  the  area,  representatives  of 
organizations  with  a  history  of  serving  children,  youth,  and  families  living  with  HIV  and 
operating  in  the  area;  aed 
(L)  grantees  under  other  Federal  HIV  programsr; 

rM)  grantees  under  Federal  housing,  homeless  assistance,  mental  health,  substance  abuse, 
education,  employment  rehabilitation,  social  services,  youth  services,  and  corrections  programs' 
and; 

(N)  pharmaceutical  manufacturers  and  retailers. 
Amend  Section  2613(C)(2)  of  the  PHSA  as  follows: 

Sec.  2613.  GRANTS  TO  ESTABLISH  HIV  CARE  CONSORTIA. 

(C)  APPLICATION.  -*** 

(2)  CONSULTATION.  In  establishing  the  plan  required  under  paragraph  (1)(B),  the  consortium 
shall  consult  with  *** 

(D)  health  care  providers,  including  federally  qualified  health  centers; 

(E)  social  service  and  housing  providers: 

(F)  mental  health  and  substance  abuse  providers: 

(G)  hospital  planning  agencies  or  health  care  planning  agencies: 

(H)  affected  communities,  including  people  with  HIV  disease  or  AIDS  and  disproportionately 
affected  and  historically  underserved  groups  and  subpopulations; 

(I)  non-elected  community  leaders: 
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(J)  State  government  Cincluding  the  State  Medicaid  agency.  State  housing  agency.  State  mental 

health  agency.  State  substance  abuse  agency.  State  education  agency.  State  employment  agency. 

State  rehabilitation  agency.  State  human  services  agency.  State  corrections  agency,  and  the 

agency  administering  the  program  under  part  B); 

(K)  grantees  under  subpart  11  of  part  C; 

fL)  grantees  under  other  Federal  HIV  programs; 

(M)  grantees  under  Federal  housing,  homeless  assistance,  mental  health,  substance  abuse, 
education,  employment,  rehabilitation,  social  services,  youth  services,  and  corrections  programs: 
and; 

(N)  pharmaceutical  manufacturers  and  retailers. 
Amend  Section  261 7(b)(3)  oftke  PHSA  as  foaows: 

Sec.  2617.  STATE  APPLICATION.  "* ' 

(b)  DESCRIPTION  OF  INTENDED  USES  AND  AGREEMENTS.  —The  application  submitted 

under  subsection  (a)  shall  contain*** 

(1)  an  assurance  that  the  public  health  agency  administering  the  grant  for  the  State  will 

periodically  convene  a  meeting  of  representatives  of  individuals  with  HI\'',  representatives  of 
grantees  under  each  part  of  this  title,  providers,  and  public  agency  representatives 

(A)  health  care  providers,  including  federally  qualified  health  centers; 

(B)  community-based  organizations  serving  affecting  populations  and  AIDS  service 
organizations; 

(O  social  service  and  housing  providers; 

(D)  mental  health  and  substance  abuse  providers; 

(E)  local  public  health,  mental  health,  substance  abuse,  housing,  education,  employment, 
rehabilitation,  human  services,  and  corrections  agencies; 

(F)  hospital  planning  agencies  or  health  care  planning  agencies; 

(G)  affected  communities,  including  people  with  HTV"  disease  or  AIDS  and  disproportionately 
affected  and  historically  underserved  groups  and  subpopulations; 

(K)  non-elected  community  leaders; 

(T)  state  government  (including  the  State  Medicaid  agency.  State  housing  agency.  State  mental 
health  agency.  State  substance  abuse  agency.  State  education  agency.  State  employment  agency. 
State  rehabilitation  agency.  State  human  services  agency,  and  State  corrections  agency; 

(T)  grantees  under  each  part  of  this  title; 

(K)  grantees  under  other  Federal  HIV  programs;  and 

(L)  grantees  under  Federal  housing,  homeless  assistance,  mental  health,  substance  abuse, 
education  employment  rehabilitation,  social  services,  youth  services,  and  corrections  programs; 
and: 

(M)  pharmaceutical  manufacturers  and  retailers-for  the  purpose  of  developing  a  Statewide 
Coordinated  Statement  of  Need;  and  *** 

Justification:  Development  of  statewide  and  local  plans  to  organize  and  deliver  HPZ/AIDS 
health  and  support  services  requires  involvement  from  the  range  of  affected  individuals  and 
communities  and  the  public  and  nonprofit  entities  with  responsibility  for  planning, 
administering,  or  delivering  services.  In  some  cases,  public  and  private  nonprofit  entities  are 
already  serving  persons  with  HIV/AIDS,  but  are  not  connecting  their  discrete  service  to  the 
larger  continuum  of  care.  In  other  cases,  persons  with  HIV/ AIDS  are  hindered  from  accessing 
publicly  funded  services  because  of  the  lack  of  connectivity  among  agencies  and  providers. 

Statutory  expansion  of  the  persons  and  entities  with  which  states  and  communities  shall  consult 
when  developing  HIV/AIDS  plans  will  ensure  collaboration  among  health  and  support  service 
providers  and  the  leveraging  of  other  public  funds.  Persons  with  complex  medical  and  social 
conditions,  including  homeless  persons,  will  especially  benefit  from  an  expanded  consultation 
and  planning  process. 
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Alternative  Report  Language:  Development  of  the  comprehensive  plan,  consortia  plan,  and 
Statewide  Coordinated  Statement  of  Need  requires  involvement  from  the  range  of  affected 
individuals  and  communities  and  the  public  and  nonprofit  entities  with  responsibility  for 
planning,  administering,  or  delivering  such  services.  The  Committee  urges  the  Secretary  to 
instruct  Title  I  and  Title  II  grantees  and  contractors  to  consult  with  the  full  range  of  public  and 
nonprofit  entities  providing  health  and  support  services  to  persons  with  HIV/AIDS  and  affected 
communities  and  individuals.  Examples  of  a  variety  of  individuals  and  entities  that  should  be 
consulted  include  homeless  persons,  state  housing  agencies,  and  homeless  health,  housing,  and 
support  service  providers. 

2.       Document  Needs  of  and  Establish  Priorities  for  Special  Populations  (Title  I,  Title  II). 

Amend  Section  2602(b)(4)(A)  ofthePHSA  as  follows: 

Sec.  2602  ADMINISTRATION  AND  PLANNING  COUNCIL 
(b)  HIV  HEALTH  SERVICES  PLANNING  COUNCIL.  -- 

(4)  Duties.  — The  planning  council  established  or  designated  under  paragraph  (1)  shall — 
(A)  establish  priorities  for  the  allocation  of  funds  within  the  eligible  area,  including  how  best  to 
meet  each  such  priority  and  additional  factors  that  the  grantee  should  consider  in  allocating  funds 
under  a  grant  based  on  the — 

(i)  documented  needs  of  the-HTV-infected  population,  including  each  disproportionately 
affected  and  historically  underserved  group  and  subpopulation: 

(ii)  cost  and  outcome  effectiveness  of  proposed  strategies  and  interventions,  to  the  extent  that 
such  data  are  reasonably  available  (either  demonstrated  or  probable); 

(iii)  priorities  of  the  HIV-infected  communities,  including  each  disproportionately  affected 
and  historically  underserved  group  and  subpopulation,  for  whom  the  services  are 
intended;  and 

(iv)  availability  of  other  governmental  and  non-governmental  resources. 

Amend  Section  2603(b)(1)  of  the  PHSA  as  follows: 

Sec.  2603.  TYPE  AND  DISTRIBUTION  OF  GRANTS, 
(b)  Supplemental  Grants.  — 

(1)  IN  GENERAL.  — ^Not  later  than  150  days  after  the  date  on  which  appropriations  are  made 
under  section  2677  for  a  fiscal  year,  the  Secretary  shall  disburse  the  remainder  of  amounts 
not  disbursed  under  section  2603(a)(2)  for  such  fiscal  year  for  the  purpose  of  making  grants 
under  section  2601(a)  to  eligible  areas  whose  application  under  section  2605(b)— 

(A)  contains  a  report  concerning  the  dissemination  of  emergency  relief  fiinds  under  subsection 
(a)  and  the  plan  for  utilization  of  such  funds; 

(B)  demonstrates  the  severe  need  in  such  area  for  supplemental  financial  assistance  to  combat  the 
HIV  epidemic; 

(C)  demonstrates  the  existing  commitment  of  local  resources  of  the  area,  both  financial  and  in- 
kind,  to  combatting  the  HIV  epidemic; 

(D)  demonstrates  the  abihty  of  the  area  to  utilize  such  supplemental  financial  resources  in  a 
manner  that  is  immediately  responsive  and  cost  effective; 

(E)  demonstrates  that  resources  will  be  allocated  in  accordance  with  the  local  demographic 
incidence  of  AIDS  including  appropriate  allocations  for  services  for  infants,  children,  youth, 
women,  and  families  with  HFV  disease; 

(F)  demonstrates  that  resources  will  be  allocated  in  accordance  v/ith  the  unique  needs  and  life 
circumstances  of  each  disproportionately  affected  and  historically  underserved  group  and 
subpopulation; 

(F)  (G)demonstrates  the  inclusiveness  of  the  planning  council  membership  with  particular 
emphasis  on  disproportionately  affected  and  historically  underserved  communities  and 
individuals  with  HFV  disease;  and 

^G)  £H}  demonstrates  the  manner  in  which  proposed  services  are  consistent  with  the  local  needs 
assessment  and  the  Statewide  coordinated  statement  of  need. 
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Amend  Section  2613(c)(1)  of  the  PHSA  as  follows: 

Sec.  2613.  GRANTS  TO  ESTABLISH  HIV  CAS^  CONSORTIA, 
(c)  .APPUCATION. 

(1)  In  General.  To  receive  assistance  from  tie  State  under  subsection  (a),  a  consortium  shall 

prepare  and  submit  to  the  State,  an  application  that*** 
(F)  demonstrates  that  adequate  planning  has  occurred  to  meet  the  unique  needs  and  life 
circumstances  of  each  disproportionately  affected  and  historically  underserv^ed  group  and 
subpopulation  within  the  geographic  area  to  be  served. 


Amend  Section  2617(b)  of  the  PHSA  as  follows: 

Sec.  2617  STATE  .APPLICATION. 

(b)  DESCRIPTION  OF  INTENT)ED  USES  .ANT)  AGPIEEMENTS.  —The  application  submitted 
under  subsection  (a)  shall  contain-*** 

(2)  a  detailed  description  of  the  HlV'-related  services  provided  in  the  state***  that  shall 
include*** 

(D)  a  detailed  description  of  the  tvpes  of  programs  operated  or  funded  bv  the  State  for  the 
provision  of  HTV^-related  services  targeted  to  each  disproportionately  affected  and  historically 
underserv^ed  group  and  subpopulation  during  the  year  preceding  the  year  for  which  the  grant  is 
requested. 

(E)  an  accounting  of  the  amoimt  of  funds  that  the  State  has  expended  for  the  provision  of  HIV- 
related  services  targeted  to  each  disproportionately  affected  and  historically  underserv  ed  group 
and  subpopulation  during  the  year  preceding  the  year  for  which  the  grant  is  requested. 

(3)  a  comprehensive  plan  for  the  organization  and  delivery  of  HIV  health  care  support  services 
to  be  funded  with  assistance  received  under  this  part  that  shall  include  a  description  of  the 
purposes  for  which  the  State  intends  to  use  such  assistance,  including — *** 

(D)  a  detailed  description  of  the  services  and  activities  to  be  targeted  to  each  disproportionately 
affected  and  historically  imderserved  group  and  subpopulation;  and 

(E)  a  detailed  budget  projecting  the  amoimt  of  fiinds  that  the  State  will  expend  for  services  and 
activities  targeted  to  each  disr>roportionately  affected  and  historically  underserved  group  and 
subpopulation  during  the  year  for  which  the  grant  is  requested. 

Justification:  While  the  population  with  HTV  disease  as  a  whole  has  common  needs,  there  also 
exists  within  this  urii verse  disproportionately  affected  and  historically  underserved  groups  and 
subpopulations,  each  with  unique  needs  and  life  circumstances.  It  is  critical  when  organizing 
and  delivering  health  and  support  services  that  state  and  local  officials  and  HIV/ AIDS  planning 
bodies  discern  these  special  needs  and  develop  systems  of  care  that  respond  to  them.  Failure  to 
do  so  win  result  in  lack  of  service  or  ineffective  service  to  and  diminished  health  outcomes  for 
HIV-infected  subgroups  with  unique  needs  and  life  circumstances. 

Statutory  amplification  of  the  additional  factors  that  Title  I  and  Title  n  grantees  and  contractors 
shall  use  in  planning  and  allocating  funds  wiU  ensure  the  distribution  of  fimds  to  the  fiiU  range  of 
needed  services  and  service  providers,  including  those  particular  to  distinct  subpopulations. 

Alternative  Report  Language:  It  is  critical  when  organizing  and  delivering  health  and  support 
services  that  state  and  local  officials  and  planning  bodies  discern  the  unique  needs  of 
disproportionately  affected  and  historically  underrepresented  groups  and  subpopulations  and 
develop  systems  of  care  that  respond  to  them.  The  Committee  instructs  the  Secretary  to  direct 
grantees  to  weigh  heavily  the  unique  needs  and  priorities  of  disproportionately  affected  and 
historically  underrepresented  groups  and  subpopulations  when  establishing  priorities  for  the 
allocation  of  fimds. 
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3.       Develop  Knowledge  that  Strengthens  Providers'  Capacity  to  Offer  Homeless- 
Competent  Services  (All  Titles). 

Amend  Section  2691(e)  ofthePHSA  as  follows: 

SEC.  2691.  SPECIAL  PROJECTS  OF  NATIONAL  SIGNIFICANCE. 

(e)  SERVICE  DEVELOPMENT  GRANTS.  —Special  projects  of  national  significance  may 

include  the  development  of  model  approaches  to  delivering  HIV  care  and  support  services 

including*** 

(4)  programs  designed  to  integrate  the  delivery  of  HIV  services  with  other  health,  housing, 
educational,  employment,  social,  and  maintenance  services  in  residential  settings. 

Justification:  Homeless  persons  with  HIV/ ADDS  benefit  when  health  and  support  services  are 
provided  in  or  connected  to  residential  settings.  TTiese  models  of  care  are  difficult  to  assemble 
because  of  multiple  and  fragmented  systems  and  funding  streams  and  differences  in  the 
philosophies  and  orientations  of  providers. 

Suggested  Report  Language:  The  Committee  encourages  the  Secretary  to  make  awards  to 
programs  designed  to  integrate  the  delivery  of  HIV,  other  health,  housing,  educational, 
employment,  social,  and  maintenance  services  in  or  connected  to  residential  settings. 

Retain  Sections  2606,  2619,  2654,  and  2673  of  the  PHSA.  These  sections  authorize  the 
Secretary  to  provide  technical  assistance  to  RWCA  grantees. 

Suggested  Report  Language:  The  Committee  encourages  the  Secretaiy  to  use  a  portion  of 
technical  assistance  resources  authorized  in  Sections  2606,  2619,  2654,  and  2673  of  the  Act  to 
assist  RWCA  grantees,  contractors,  subcontractors,  and  eligible  entities  under  Title  XXVI  in 
organizing  and  delivering  systems  of  care  that  respond  to  the  unique  needs  and  life 
circumstances  of  homeless  persons  with  HIV/ AIDS. 

Justification:  Many  HIV/AIDS  health  service  providers  are  not  equipped  at  this  time  to  handle 
the  complex  medical  and  social  conditions  that  the  homeless  population  presents  and  may  reject 
the  consumer  or  provide  ineffective  care.  Furthermore,  an  insufficient  number  of  HIV/AIDS 
health  and  support  service  providers  offer  the  long-term,  residentially  based  services  that  have 
been  found  to  be  essential  in  homeless  persons'  adherence  to  treatment.  Technical  assistance 
provided  by  the  Secretary  directly  or  by  contract  would  assist  RWCA  grantees  in  organizing  and 
delivering  systems  of  care  that  respond  to  the  unique  needs  and  life  circumstances  of  homeless 
persons  with  HIV/AIDS. 

Retain  Section  2692(a)  of  the  PHSA.  This  section  authorizes  the  AIDS  Education  and 
Training  Centers  (AETC)  program. 

Suggested  Report  Language:  The  AIDS  Education  and  Training  Centers  (AETC)  program 
ensures  the  training  of  health  personnel  and  the  development  of  curricula  and  resources  about 
HIV/ AIDS.  AETCs  could  play  an  invaluable  role  in  training  health  and  support  service 
personnel  about  the  unique  clinical  and  practical  needs  of  persons  experiencing  homelessness. 

AETCs  could  also  assist  in  developing  and  disseminating  curricula  and  materials  on  HIV  and 
homelessness,  both  to  mainstream  health  service  providers  and  to  homeless  health  and  support 
service  providers,  including  Health  Care  for  the  Homeless  projects  and  emergency  shelters.  The 
Committee  instructs  the  Secretary  to  direct  AETCs  to  collaborate  with  national  organizations 
knowledgeable  about  the  intersection  of  HIV  disease  and  homelessness  to  expand  their  training, 
curricula,  and  outreach  in  this  area. 
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B.  Consumer  Involvement 

See  Recommendation  A.l  for  opportunities  in  the  RWCA  statute  to  enhance  consumer 
involvement,  including  homeless  persons,  in  the  organization  and  delivery  of  HIV/AIDS  health 
and  support  services. 

C.  Designation  of  Homeless  Persons  as  Priority  Population 

1.  Define  Homeless  Persons  as  Disproportionately  Affected  and  Historically  Underserved 
Subpopulation  (All  Titles). 

Suggested  Report  Language:  The  Committee  recognizes  that  homeless  persons  comprise  a 
medically  underserved  population  with  imique  needs  and  life  circumstances.  The  prevalence  of 
HTV/AIDS  is  dramatically  higher  among  homeless  people  than  in  the  general  population. 
Limited  access  to  medical  care — a  long-standing  problem  for  homeless  persons — severely 
restricts  their  access  to  HIV/AIDS  prevention,  risk  reduction,  treatment,  and  care.  Accordingly, 
the  Committee  instructs  the  Secretary  to  construe  terms  used  throughout  the  Act  such  as 
"special,"  "traditionally  underserved,"  "historically  underserved,"  and  "disproportionately 
afifected  and  historically  underserved"  to  encompass  the  homeless  population  and  to  convey  this 
interpretation  to  grantees  and  ehgible  grantees  in  the  course  of  fimding  announcements,  program 
guidance,  and  other  communications. 

Justification:  The  prevalence  of  HIV/AIDS  is  dramatically  higher  among  homeless 
people  than  in  the  general  population.  Limited  access  to  medical  care  severely  restricts 
HIV/ AIDS  prevention,  risk  reduction,  treatment,  and  care  for  homeless  persons. 
Adherence  to  complex  HIV  treatment  regimens  presents  special  challenges  for  homeless 
patients,  given  their  unique  needs  and  life  circumstances. 

2.  Require  Grantees  to  Direct  RWCA  Funds  to  Homeless  Persons  (Title  I,  Title  II). 
Amend  Section  2604(b)  of  the  PHSA  as  follows: 

Sec.  2604.  USE  OF  AMOLJNTS. 

(b)  PRIMARY  PURPOSES.  *** 

(4)  Priority  for  Homeless  Persons.  — For  the  purpose  of  providing  health  and  support  services  to 
homeless  individuals  with  HIV  disease  (including  children,  youth,  and  families),  die  chief 
elected  official  of  the  eligible  area  in  accordance  with  the  planning  council  established  priorities, 
shall  use,  of  the  grants  made  available  for  the  area  under  section  2601(a)  for  a  fiscal  year,  not 
less  than  1X1  percentage. 

Amend  Section  261  lof  the  PHSA  as  follows: 
Sec.  2611.  GRANTS.*** 

(c)  Priority  for  Homeless  Persons.  — For  the  purpose  of  providing  health  and  support  services  to 
homeless  individuals  with  HIV  disease  (including  children,  youth,  and  families),  a  State  shall 
use,  under  this  part  for  a  fiscal  year,  not  less  than  171  percentage. 

Justification:  The  prevalence  of  HfV/AIDS  is  dramatically  higher  among  homeless  people  than 
in  the  general  population.  Limited  access  to  medical  care  severely  restricts  HIV/AIDS 
prevention,  risk  reduction,  treatment,  and  care  for  homeless  persons.  Adherence  to  complex  HIV 
treatment  regimens  presents  special  challenges  for  homeless  patients,  given  their  unique  needs 
and  life  circumstances.  States  and  communities  are  not  directing  sufficient  resources  to 
homeless  persons  with  HTV/AIDS. 
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Suggested  Report  Language:  The  Committee  recognizes  that  homeless  persons  comprise 
a  medically  underserved  population  with  unique  needs  and  life  circimistances.  The 
prevalence  of  HIV/AIDS  is  dramatically  higher  among  homeless  people  than  in  the 
general  population.  Limited  access  to  medical  care  severely  restricts  HIV/AIDS 
prevention,  risk  reduction,  treatment,  and  care  for  homeless  persons.  Adherence  to 
complex  HIV  treatment  regimens  presents  special  challenges  for  homeless  patients,  given 
their  unique  needs  and  life  circumstances.  Accordingly,  the  Committee  directs  Title  I 
and  Title  n  grantees  to  utilize  a  portion  of  their  funds  to  provide  health  and  support 
services  to  homeless  persons. 

3.  Retain  Homelessness  as  Factor  in  Demonstrating  Severe  Need  (Titie  I). 

Retain  Section  2603(b)(2)(A)(iii)  ofthePHSA.  This  section  instructs  the  HHS  Secretary  to 
consider  homelessness  as  a  relevant  factor  in  determining  severe  need  for  the  purpose  of 
awarding  supplemental  Title  I  funds. 

Justification:  The  extent  of  homelessness  in  the  community  is  an  appropriate  factor  in 
demonstrating  a  community's  "severe  need"  for  Title  I  supplemental  funds,  given  that  the 
prevalence  of  HTV/AIDS  is  dramatically  higher  among  homeless  people  than  in  the 
general  population;  homeless  persons'  hmited  access  to  medical  care  severely  restricts 
HIV/AIDS  prevention,  risk  reduction,  treatment,  and  care  for  them;  and  adherence  to 
complex  HTV  treatment  regimens  presents  special  challenges  for  homeless  patients. 

4.  Award  Early  Intervention  Funds  to  Homeless  Health  Providers  (Title  HI). 

Retain  Section  2653(b)(1)(F)  of  the  PHSA.  This  section  instructs  the  Secretary,  in  making  Title 
in  awards,  to  give  preference  to  applicants  experiencing  an  increase  in  the  burden  of  providing 
services  regarding  HIV  disease,  as  indicated  by  a  number  of  factors.  Among  those  factors  is  "the 
lack  of  availability  of  primary  health  services  from  providers  other  than  such  applicant"  (Sec. 
2653(b)(1)(F). 

Suggested  Report  Language:  The  network  of  federally-funded  Health  Care  for  the  Homeless 
(HCH)  projects  are  the  principal  providers  of  health  care  to  over  430,000  persons  experiencing 
homelessness.  HCH  projects  serve  as  homeless  persons'  primary  gateway  to  health  services, 
including  HIV  early  intervention.  Given  their  special  role  as  the  major  source  of  primary  health 
services  to  the  homeless  population,  the  Committee  encourages  the  Secretary  to  give  preferential 
consideration  to  HCH  projects  that  apply  for  Title  III  funds.  Furthermore,  the  Committee  urges 
the  Secretary  to  ensure  that  HCH  projects  are  notified  of  opportunities  to  request  Title  HI  funds 
as  awards  become  available. 

Justification:  Health  Care  for  the  Homeless  (HCH)  projects  serve  as  the  primary  gateway  to 
health  services,  including  HIV  early  intervention,  for  homeless  persons.  Given  their  special  role 
as  the  principal  source  of  primary  health  services  to  over  430,00  homeless  persons,  many  of 
whom  are  living  with  or  at  high  risk  of  HIV  disease,  targeting  Title  HI  funds  to  HCH  projects  is 
an  appropriate  and  statutorily  permissible  action.  Perhaps  a  quarter  of  HCH  projects  at  best 
receive  Title  HI  funds.  HCH  projects  not  receiving  Title  HI  funds  must  tap  their  federal  primary 
health  funds  and  other  funds  to  pay  for  HTV/AIDS  services  that  would  be  more  appropriately 
funded  through  RWCA.  Otherwise,  they  can  not  provide  early  intervention  services. 

5.  Award  Early  Intervention  Planning  Fands  to  Special  Populatioc  Health  Providers 
(Titie  HI). 

Amend  Section  2654(c)(3)  of  the  PHSA  as  follows: 


Sec.  2654MISCELLANEOUS  PROVISIONS. 

(c)  PLANNING  AND  DEVELOPMENT  GRANTS. 
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(1)  Preference.  — In  awarding  grants  under  paragr^h  (1),  the  Secretary  shall  give  preference  to 
entities  that  provide  primary  care  services  in  rural  or  underserved  communities  or  to 
disproportionately  affected  and  historically  underserved  groups  or  subpopulations. 

Justification:  A  network  of  community-based  health  care  safety  net  providers,  including  Health 
Care  for  the  Homeless  projects,  serves  as  the  primary  gateway  to  early  intervention  and  other 
health  services  for  special  populations.  Given  their  role  as  the  principal  source  of  health  services 
to  these  at-risk  populations,  targeting  of  Title  in  planning  and  development  funds  to  special 
population  health  providers  is  appropriate.  It  is  especially  important  that  the  statute  reflect  that 
medical  "underservice"  affects  not  only  communities  as  a  whole,  but  also  special  populations 
within  communities  that  on  the  whole  may  have  an  overall  adequate  level  of  service. 

Suggested  Report  Language:  A  network  of  commimity-based  health  care  safety  net  providers, 
including  Health  Care  for  the  Homeless  projects,  serves  as  the  primary  gateway  to  early 
intervention  and  other  health  services  for  special  populations.  Given  their  role  as  the  principal 
source  of  health  services  to  these  at-risk  populations,  targeting  of  Title  HI  planning  and 
development  funds  to  special  population  health  providers  is  appropriate  on  the  part  of  the 
Secretary. 

0.  Outreach  and  Enrollment 

1.  Retain  Outreach  Requirements  of  RWCA  Grantees. 

Retain  Sections  2605(a)(5)(c),  2614(a)(2),  261 6(a)(3),  2617(b)(4),  and  2651(b)(5)  ofthePHSA. 
Section  2605(a)(5)(c)  requires  applicants  for  RWCA  Title  I  fimds  to  ensure  that  a  program  of 
outreach  will  be  provided  to  low-income  individuals  with  HIV  disease  to  inform  such  individuals 
of  such  services.  Section  2614(a)(2)  authorizes  States  to  make  grants  to  entities  to  provide 
outreach  services  to  individuals  with  HTV  disease.  Section  26 1 6(a)(3)  authorizes  States  to 
provide  outreach  to  individuals  with  HTV  disease,  and  as  appropriate  to  their  families.  Section 
2617(b)(4)  requires  States  to  make  assurances  that  it  will  provide  outreach  to  low-income 
individuals  with  HTV  disease  to  inform  such  individuals  of  the  services  available  under  Title  U. 
Section  265 1  (b)(5)  permits  early  intervention  service  grantees  to  expend  grant  funds  on  outreach 
services  to  persons  who  may  have  HIV  disease  or  be  at  risk  of  the  disease. 

Suggested  Report  Language:  The  Committee  is  concemed  that  despite  the  several  opportunities 
in  the  Act  to  promote  HIV/AEDS  outreach  services,  such  efforts  are  insufiQciently  reaching  the 
nation's  homeless  population.  To  address  this  disparity  in  service,  the  Committee  instructs  the 
Secretary  to  encourage  RWCA  grantees  to  make  contractual  or  collaborative  arrangements  with 
entities  that  currently  provide  health  and  support  service  outreach  to  persons  experiencing 
homelessness,  such  as  Health  Care  for  the  Homeless  projects.  Projects  for  Assistance  in 
Transition  from  Homelessness  providers,  and  Runaway  and  Homeless  Youth  Act  street  outreach 
projects.  Furthermore,  the  Committee  urges  the  Secretary  to  ensure  that  grantees  include 
locations  and  settings  where  homeless  persons  congregate,  such  as  shelters,  soup  kitchens,  day 
centers,  public  transit  stations,  shopping  malls,  streets,  bridges,  campgrounds,  and  parking  lots, 
in  their  outreach  strategies. 

Justification:  Homeless  persons  face  a  host  of  barriers  to  HIV/AIDS  care,  including  lack  of 
awareness  of  services  and  resources,  suspicion  of  health  care  institutions,  lack  of  insurance, 
competing  subsistence  needs,  transportation  difiSculties,  lack  of  comprehensive  services  and  poor 
provider  attitudes.  Interpersonal  outreach  provided  by  individuals  who  have  experienced 
homelessness  or  are  sensitive  to  their  unique  needs  and  life  circumstances  is  a  partial  response  to 
these  barriers  to  care.  Targeted  homeless  assistance  providers  do  not  receive  sufficient  resources 
to  offer  outreach  services  to  all  in  need,  much  less  specialized  HIV/AEDS  information  and 
referral.  Collaboration  with  RWCA-funded  outreach  services  and  homeless  outreach  services 
would  substantially  boost  homeless  persons'  access  to  HTV/AIDS  care. 
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E.      Participant  Tracking 

1.       Require  Grantees  to  Assess  Participant  Housing  Status  and  Need  (Title  I,  Title  n. 
Title  ni). 

Amend  Section  2605(b)  of  the  PHSA  as  follows: 
Sec.  2605.  APPLICATION. 

(b)  APPLICATION.  — ^An  eligible  area  that  desires  to  receive  a  grant  under  section  2603(b)  shall 
prepare  and  submit  to  the  Secretary  an  additional  application,  in  accordance  with  subsection  (c) 
regarding  a  single  ^plication  and  grant  award,  at  such  time,  in  such  form,  and  containing  such 
information  as  the  Secretary  shall  require,  including  the  information  required  under  such 
subsection  and  information  concerning — 

(1)  the  number  of  individuals  to  be  served  within  the  eligible  area  with  assistance  provided  under 
the  grant; 

(2)  demographic  data,  including  age,  race,  ethnicity,  gender,  and  housing  status,  on  the 
population  of  such  individuals;  *** 

Amend  Section  261 7(b)(1)(C)  of  the  PHSA  as  follows: 

Sec.  2617.  STATE  APPLICATION. 

(b)  DESCRIPTION  OF  INTENDED  USES  AND  AGREEMENTS.  -^The  application  submitted 
under  subsection  (a)  shall  contain  (1)  a  detailed  description  of  the  HTV-related  services  provided 
in  the  State  ***  that  shall  include*** 
(C)  information  concerning — 

(1)  the  number  of  individuals  to  be  served  with  assistance  provided  under  the  grant; 
(ii)      demographic  data,  including  age,  race,  ethnicity,  gender,  and  housing  status,  on  the 

population  of  such  individuals  to  be  served;  *** 

Amend  Section  2664  (a)(2)(B)  of  the  PHSA  as  follows: 
Sec.  2664  ADDITIONAL  REQUIRED  AGREEMENTS. 

(a)  REPORTS  TO  THE  SECRETARY.  -The  Secretary  may  not  make  a  grant  under  this  part 
unless—*** 

(2)  the  applicant  agrees  to  submit  to  the  Secretary  a  report  providing — 

(A)  the  number  of  individuals  to  whom  the  applicant  provides  early  intervention  services 
pursuant  to  the  grant; 

(B)  epidemiological  and  demographic  data,  including  age,  race,  ethnicity,  gender,  and  housing 
status,  on  the  population  of  such  individuals;  *** 

Justification:  The  Secretary  requires  RWCA  grantees  to  collect  and  report  demogr^hic  data 
about  the  persons  served  with  RWCA  funds.  Housing  status  is  not  one  of  the  required  data 
elements.  Determination  of  a  participant's  housing  status,  however,  is  critical  to  ensuring  that 
participants  are  offered  the  appropriate  range  of  health  and  support  services  and  are  directed  to 
culturally  competent  service  providers.  Housing-related  data  would  also  facilitate  statistical 

analysis  of  and  state  and  community  planning  about  the  needs  and  priorities  of  the  homeless 
population. 

Alternative  Report  Language:  HHS  does  not  currently  require  RWCA  grantees  to  collect  data 
on  participants'  housing  status.  Failure  to  gather  housing-related  data  prevents  RWCA  grantees 
from  ensuring  that  participants  are  offered  the  appropriate  range  of  health  and  support  services 
and  are  directed  to  culturally  competent  service  providers.  The  Conmiittee  directs  the  Secretary 
to  instruct  all  RWCA  grantees  to  ascertain  the  housing  status  of  participants  in  RWCA-fiinded 
programs  for  service  delivery,  community  planning,  statistical  reporting,  and  outcome 
measurement  purposes. 
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F.  Elimination  of  Regulatory  and  Administrative  Impediments 

A.       Qarify  Homeless  Persons'  Eligibility  for  Home-  and  Community-Based  Care  (Title 
H). 

Section  2614  of  the  PHSA  authorizes  States  to  use  Title  U  awards  to  provide  home  and 
community-based  services  for  indi\iduals  with  HIV  disease.  "Home-  and  community-based  care 
is  defined  in  Section  2614(c)  as  "skilled  health  services  furnished  to  the  individual's  home 
pursuant  to  a  written  plan  of  care  established  by  a  case  management  team,  that  shall  include 
appropriate  health  care  professionals,  for  the  provision  of  such  services  and  items  described  in 
paragraph  (2);  (2)  includes — (A)  durable  medical  equipment,  (B)  homemaker  or  home  health 
aide  services  and  personal  care  services  furnished  in  the  home  of  the  individual;  (C)  day 
treatment  or  other  partial  hospitalization  services;  (D)  home  intravenous  and  aerosolized  drug 
therapy  (including  prescription  dnigs  administered  as  part  of  such  therapy);  (E)  routine 
diagnostic  testing  administered  in  the  home  of  the  individual;  and  (F)  appropriate  mental  health, 
developmental,  and  rehabihtation  services." 

Suggested  Report  Language:  The  Committee  recognizes  that  homeless  persons  with  HTV/AIDS 
do  not  have  "homes"  for  the  purpose  of  receiving  "home-  and  community-based  services,"  but 
could  nonetheless  benefit  fi-om  such  serv  ices  in  temporary  places  of  residence,  such  as  HCH 
recuperative  care  facilities.  Accordingly,  the  Committee  instructs  the  Secretary  to  construe  the 
term  "home"  to  encompass  temporary  places  of  residency  and  to  convey  this  interpretation  to 
grantees  in  the  course  of  funding  aimouncements,  program  guidance,  and  other  communications. 

Justification:  Homeless  persons  with  HIV/AIDS  do  not  have  "homes"  for  the  purpose  of 
receiving  "home-  and  community-based  services,"  but  could  nonetheless  benefit  from  such 
services  in  temporary  places  of  residency.  Clarification  of  the  term  "home-  and  community- 
based  services"  would  serve  to  educate  states  about  the  opportunity  available  to  use  such 
authority  to  flmd  health  and  supportive  services  for  homeless  persons  with  HIV/ AIDS  in 
temporary  places  of  j-esidency  such  as  HCH  recuperative  care  facihties. 

G.  Provision  of  Appropriate  Services 

1.       AmpUfy  Scope  of  RWCA  Services  (Title  I,  Title  H). 

Amend  Section  2604(b)  of  the  PHSA  as  follows: 

Sec.  2604.  USE  OF  AMOUNTS, 
(b)  PRIMARY  PURPOSES.  — 

(1)  IN  GENERAL.  -The  chief  elected  ofBcial  shall  use  amounts  received  under  a  grant  under 
section  2601  to  provide  direct  financial  assistance  to  entities  described  in  paragraph  (2)  for  the 
purpose  of  delivering  or  enhancing  HTV-related — 

(A)  outpatient  and  ambulatory  health  and  support  services,  including  case  management,  outreach, 
diagnostic,  monitoring,  medical,  nursing,  substance  abuse  treatment,  aed-mental  health 
treatment,  specialty,  dental,  nutrition,  medical  follow-up,  attendant  care,  home  health, 
respite,  recuperative,  hospice,  developmental,  rehabilitation,  social,  maintenance,  public 
benefit  assistance,  housing,  educational  emplovment,  vocational,  transportation,  supportive 
and  supervisory  services  in  a  residential  setting,  and  comprehensive  treatment  services, 
which  shall  include  treatment  education  and  prophylactic  treatment  for  opportunistic 
infections,  for  individuals  and  families  with  HIV  disease;*** 

Amend  Section  2613(a)(2)(A)  as  follows: 

Sec.  2613.  GRANTS  TO  ESTABLISH  fflV  CARE  CONSORTIA. 


92 


(a)  CONSORTIA.  A  State  may  use  amounts  provided  under  a  grant  awarded  under  this  part  to 
provide  assistance  under  section  2612(a)(1)  to  an  entity  that—*** 

(2)  agrees  to  use  such  assistance  for  the  planning,  development,  and  delivery,  through  the  direct 
provision  of  services  or  through  entering  into  agreements  with  other  entities  for  the  provision 
of  such  services,  of  comprehensive  outpatient  health  and  support  services  for  individuals 
with  HIV  disease,  that  may  include — 

(A)  essential  health  services  such  as  case  management  ser\icefl,  outreach,  medical,  nursing, 
substance  abuse  treatment,  mental  health  treatment,  specialty,  ^d-dental  eaare,  nutrition, 
diagnostics,  monitoring,  prophylactic  treatment  for  opportunistic  infections,  treatment 
education  to  take  place  in  the  context  of  health  delivery,  and  medical  follow-up  services, 
mental  health,  developmental,  aad-rehabilitation  services,  home  health,  recuperative,  and 
hospice  care,  and 

(B)  essential  support  services  such  as  case  management,  transportation  services,  attendant  care, 
homemaker  sorvices,  day  or  respite  care,  public  benefits  advocacy  assistance,  advocacy 
services  provided  through  public  and  nonprofit  private  entities,  and  services  that  are 
incidental  complementarv  to  the  provision  of  health  care  services  for  individuals  with  HIV 
disease  including  social,  maintenance,  educational,  employment,  vocational,  supportive  and 
supervisory  services  in  a  residential  setting,  nutrition  services,  housing  referral  services,  and 
child  welfere  and  family  services  (including  foster  care  and  adoption  services.) 

Justification:  Persons  with  HIV/AIDS  have  complex  medical  and  social  conditions  and 
consequently  require  a  full  range  of  health  and  support  services  to  effectively  manage  their 
disease  and  improve  their  quality  of  life.  Regulations  and  program  guidance  issued  by  the 
Secretary  to  implement  the  Act  recognize  the  breadth  of  services  included  in  the  HIV/AIDS 
continuimi  of  care  beyond  those  services  specifically  listed  in  the  Act.  The  Act  should  list  the 
full  range  of  health  and  support  services  that  have  been  determined  to  be  important  components 
of  the  HIV/AIDS  continuum  of  care.  These  proposed  amendments  also  align  the  statutory  scope 
of  services  of  Title  I  and  Title  II  of  the  Act. 

2.       Apply  Knowledge  Development  Findings  to  Service  Delivery  (Title  I,  Title  II). 
Amend  Section  2603(b)(1)  ofthePHSA  as  follows: 
Sec.  2603.  TYPE  AND  DISTRIBUTION  OF  GRANTS. 

(b)  IN  GENERAL.  — ^Not  later  than  150  days  after  the  date  on  which  appropriations  are  made 
under  section  2677  for  a  fiscal  year,  the  Secretary  shall  disburse  the  remainder  of  amounts  not 
disbursed  imder  section  2603(a)(2)  for  such  fiscal  year  for  the  purpose  of  making  grants  under 
section  2601(a)  to  eligible  areas  whose  application  under  section  2605(b)—*** 

(H)  demonstrates  that  resources  will  be  allocated  to  entities  that  agree  to  replicate  successful 
models  of  care  as  identified  by  the  Secretary  under  Section  269  Ug)  of  the  Act. 

Amend  Section  2611  of  the  PHSA  as  follows: 

Sec.  2611.  GRANTS. 

(c)  PRIORITY.  —In  providing  assistance  under  Section  2612(1).  2612(2).  and  2612(3).  the  State 
shall  give  priority  to  entities  that  agree  to  replicate  successfiil  models  of  care  as  identified  by  the 
Secretary  under  Section  2691(g)  of  this  Act. 

Justification:  Congress  invests  substantial  resources  in  HIV/AIDS  research  and  demonstration 
projects  through  RWCA's  Special  Projects  of  National  Significance  program.  Unfortunately,  the 
discoveries  of  these  projects  fade  on  the  bookshelf  more  often  than  not  because  insufficient 
attention  is  placed  on  ensuring  that  the  outcomes  of  the  projects  are  put  into  practice.  This 
represents  a  missed  opportunity  to  improve  the  effectiveness  of  HIV/ AIDS  health  and  support 
services. 
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A  statutory  expectation  that  Title  I  and  Title  n  grantees  grant  preference  to  or  select  entities 
whose  projects  replicate  successful  models  identified  through  the  SPNS  program  will  ensure  that 
federally  ftmded  research  and  demonstration  activities  have  the  desired  impact  on  federally- 
funded  services. 

Suggested  Report  Language:  Congress  has  invested  substantial  resources  in  HIV/AIDS  research 
and  demonstration  projects  through  the  Act's  Special  Projects  of  National  Significance  (SPNS) 
program.  Unfortunately,  the  discoveries  of  SPNS  projects  fade  on  the  bookshelf  more  often  than 
not  because  insufficient  attention  is  placed  on  ensuring  that  the  outcomes  of  the  projects  are  put 
into  practice.  This  represents  a  missed  opportunity  to  improve  the  effectiveness  of  HIV/ AIDS 

health  and  support  services.  The  Committee  directs  the  Secretary  to  encourage  RWCA  grantees 
to  grant  preference  to  or  select  entities  that  demonstrate  an  ability  to  replicate  successful  models 
identified  through  the  SPNS  program. 

H.  Discharge  Planning 

I.  Avert  RWCA  Patient  Discharge  into  Homelessness  (Title  I,  Title  II). 
Amend  Section  2604(b)(1)(B)  ofthePHSA  as  follows: 

Sec.  2604.  USE  OF  AMOUNTS. 

(b)  PRIMARY  PURPOSES. 

(1)  IN  GENERAL.  The  chief  elected  ofiScial  shall  use  amounts  received  under  a  grant  under 
section  2601  to  provide  direct  financial  assistance  to  entities  described  in  paragraph  (2)  for  the 
purpose  of  delivering  or  enhancing  HIV-related— *** 

(B)  inpatient  case  management  services  that  prevent  unnecessary  hospitalization  or  that  expedite 
discharge,  as  medially  appropriate  and  in  such  a  manner  that  ensures  patient  placement  in  stable 
and  appropriate  housing,  fi-om  inpatient  facilities. 

Amend  Section  2604(c)(1)  as  follows: 

Sec.  2604.  USE  OF  AMOUNTS. 

(c)  LIMITED  EXPENDITURES  FOR  PERSONNEL  NEEDS.  — 

(1)  IN  GENERAL.  — ^A  chief  elected  official,  in  accordance  with  paragraph  (3),  may  use  not  to 
exceed  ten  percent  of  amounts  received  under  a  grant  under  section  2601  to  provide  financial 
assistance  or  services,  for  the  purposes  described  in  paragraph  (2),  to  any  public  or  nonprofit 
private  entity,  including  hospitals  (which  may  include  Veterans  Administration  facihties), 
nursing  homes,  subacute  and  transitional  care  facilities,  and  hospices  that — *** 
(D)  have  established  a  system  designed  to  ensure  that  such  individuals  and  families  are  referred 
to  the  most  medically  appropriate  level  of  care,  and  discharged  from  inpatient  facilities  in  such  a 
manner  that  ensures  that  such  individuals  and  families  are  placed  in  stable  and  appropriate 
housing,  as  soon  as  such  referral  is  medically  indicated. 

Justification:  Inpatient  health  facilities  often  discharge  patients  without  their  own  source  of 
housing  to  shelters  or  to  the  street  once  inpatient  medical  care  has  been  determined  unnecessary. 
This  is  both  medically  and  humanely  irresponsible.  Inpatient  health  facilities  receiving  RWCA 
fiinds  should  be  encouraged  to  assure  patient  discharge  into  stable  housing  by  prohibiting  Title  I 
funds  from  institutions  that  do  not  implement  discharge  planning  pohcies  which  include  a  stable 
housing  component. 

Alternative  Report  Language:  Inpatient  health  facilities  often  discharge  patients  without  their 
own  source  of  housing  to  shelters  or  to  the  street  once  inpatient  medical  care  has  been 
determined  uimecessary.  This  is  both  medically  and  humanely  irresponsible.  The  Committee 
instructs  the  Secretary  to  direct  RWCA  grantees  establishing  relationships  with  inpatient  health 
fecilities  to  ensure  that  such  institutions  do  not  discharge  patients  into  homelessness. 
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I.       Outcome  Measurement 

1.       Include  Homelessness  and  Housing  Variables  among  RWCA  Outcome  Measures 
(AH  Titles). 

Congress,  through  the  Government  Performance  and  Results  Act  (GPRA)  and  other 
mechanisms,  has  instructed  the  Executive  branch  to  establish  performance  measures  for  all 
federal  programs.  Congress  may  use  the  RWCA  reauthorization  process  to  advance  this  notion 
further  in  the  realm  of  HTV/AIDS  program  management. 

Should  Congress  elect  to  establish  statutory  outcome  measures,  or  instruct  the  Secretary  to 
develop  such  measures,  "prevented  homelessness,"  "reduced  homelessness,"  and  "increased 
residential  stability"  should  be  among  those  outcomes. 

Justification:  RWCA  programs  contribute  to  homelessness  prevention  and  homelessness 
resolution  by  arranging  systems  of  HTV  care  to  include  housing,  assisting  patients  in  obtaining 
disability  income,  and  stabilizing  patients'  health  conditions  to  the  level  that  they  are  able  to 
return  to  employment.  Housing-related  outcomes  should  be  captured  in  any  performance  and 
outcome  measurement  system  applied  to  RWCA  programs. 

Suggested  Report  Language:  The  Committee  encourages  the  Secretary,  when  developing 
performance  and  outcome  measures  for  RWCA  programs,  to  include  within  the  set  of  measures 
"prevented  homelessness,"  "reduced  homelessness,"  and  "increased  residential  stability."  These 
measures  are  specific  to  the  desired  programmatic  outcomes  for  homeless  persons  and  persons  at 
imminent  risk  of  homelessness. 

J.      Federal  Program  Management 

1.       Establish  Federal  Plan  on  HTV/AIDS  and  Homelessness. 

Add  a  new  section  to  the  PHSA  as  follows: 

Sec.  XXX  HIV  AND  HOMELESSNESS. 

(a)  PLAN  ELEMENTS.  Within  one  vear  after  the  date  of  enactment  of  this  Act  the  Secretarv 
shall  prepare  and  submit  to  the  Committee  on  Commerce  of  the  House  of  Representatives 
and  the  Committee  on  Health.  Education,  Labor,  and  Pensions  of  the  Senate  a  plan  which 
describes — 

(1)  current  federal,  state,  and  local  pubhc  pohcies  and  practices  regarding  homelessness  and  HTV 
prevention,  treatment  and  care; 

(2)  identifies  administrative  and  statutory  access  and  care  barriers  and  opportunities  for  homeless 
persons  with  HIV  disease;  and 

(3)  recommends  administrative  and  legislative  actions  that  would  increase  homeless  persons' 
access  to  HIV  health  and  support  services  and  improves  the  appropriateness  and  quality  of 
care  thev  receive  through  such  systems  and  programs. 

(b)  PLAN  SUBELEMENTS.  The  plan  should  describe  the  elements  as  provided  in  subsection 
(a)  for  the  following  topics: 

(1)  grantee  planning,  reporting,  and  capacity-building; 

(2)  consumer  involvement; 

(3)  designation  of  priority  populations; 

(4)  outreach  and  enrollment; 

(5)  participant  tracking; 

(6)  elimination  of  regulatory  and  administrative  impediments; 

(7)  provision  of  appropriate  services; 

(8)  discharge  planning;  and 

(9)  outcome  measurement. 
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(c)  CONSULTATION.  In  establishing  the  plan  required  under  subsection  (a),  the  Secretary  shall 
consult  with  homeless  children,  youth,  famihes  and  individuals  with  HIV  disease,  nonprofit 
organizations  advocating  for  homeless  persons,  homeless  health,  housing,  and  support  service 
providers,  and  public  agency  representatives. 

(d)  PLAN  IMPLEMENTATION.  Within  one  year  after  the  date  of  enactment  of  this  Act,  the 
Secretary  shall  implement  administrative  recommendations  identified  in  subsection  (b)(3). 

Justification:  Given  the  absence  of  a  targeted  homeless  HIV  treatment  and  care  program, 
homeless  persons  with  HIV  disease  have  limited  avenues  to  HIV  care  other  than  RWCA 
programs.  It  is  critical  that  the  Secretary  ensures  that  homeless  persons  have  access  to  RWCA 
programs  and  receive  care  appropriate  to  their  unique  needs  and  Ufe  circumstances  once  in  these 
programs. 

Alternative  Report  Language.  The  Committee  instructs  the  Secretary  to  prepare  and  submit  to 
the  Committee  on  Commerce  of  the  House  of  Representatives  and  the  Committee  on  Health, 
Education,  Labor,  and  Pensions  of  the  Senate  by  [insert  date]  a  plan  which  describes  current 
federal,  state,  and  local  public  policies  and  practices  regarding  homelessness  and  HIV 
prevention,  treatment  and  care;  identifies  administrative  and  statutory  access  and  care  barriers 
and  opportunities  for  homeless  persons  with  HIV/AIDS;  and  recommends  administrative  and 
legislative  actions  that  would  increase  homeless  persons'  access  to  HTV  health  and  support 
services  and  improves  the  appropriateness  and  quality  of  care  they  receive  through  such  systems 
and  programs.  The  plan  should  describe  these  elements  for  the  following  topics:  grantee 
planning,  reporting,  and  capacity-building;  consumer  involvement;  designation  of  priority 
populations;  outreach  and  enrollment;  participant  tracking;  elimination  of  regulatory  and 
administrative  inipediments;  provision  of  appropriate  services;  discharge  planning;  and,  outcome 
measurement  In  estabhshing  the  plan,  the  Secretary  shall  consult  with  homeless  children,  youth, 
families  and  individuals  with  HTV  disease,  nonprofit  organizations  advocating  for  homeless 
persons,  homeless  health  and  support  service  providers,  and  public  agency  representatives. 

2.       Ensure  Coordination  of  Federal  HTV/AIDS  Programs 

Amend  Section  2621  of  the  PHSA  as  follows: 

Sec.  262 1  COORDINATION. 

The  Secretary  shall  ensure  that  the  Health  Resources  and  Services  Administration,  the  Centers 
for  Disease  Control  and  Prevention,  the  Health  Care  Financing  Administration,  the 
Administration  for  Children  and  Families,  the  Indian  Health  Service,  the  Agency  for  Health 
Research  and  Quality,  the  National  Institutes  of  Health,  the  Administration  on  Aging,  the  Food 
and  Drug  Administration,  and  the  Substance  Abuse  and  Mental  Health  Services  Administration 
coordinate  the  planning  and  implementation  of  Federal  HTV  programs  in  order  to  facilitate  the 
local  development  of  a  continuum  of  HIV-related  services  for  individuals  with  HIV  disease  and 
those  at  risk  of  such  disease.  In  making  such  assurances,  the  Secretary  shall  consult  with  the 
Secretary  of  Housing  and  Urban  Development  Secretary  of  Veterans  Affairs.  Secretary  of 
Education,  the  Secretary  of  Labor,  and  the  Attorney  General.  *** 

Or 

The  Secretary  Director  of  the  Office  of  National  AIDS  Policy,  established  pursuant  to  Executive 
Order  [Insert  EO  numberl,  shall  ensure  that  the  Health  Refiources  and  Services  Administratieflv 
the  Centers  for  Disease  Control  and  Prevention,  and  the  Substance  Abuse  and  Mental  Health 
Services  Administration  coordinate  the  planning  and  implementation  of  Federal  HIV  programs 
in  order  to  facihtate  the  leeaWevelopment  of  a  continuum  of  HIV-related  prevention,  treatment, 
and  care  services  for  individuals  with  HIV  disease  and  those  at  risk  of  such  disease.  In 
coordinating  and  implementing  such  a  plan,  the  Director  shall  consult  with  the  Secretary  of 
Health  and  Human  Services,  Secretary  of  Housing  and  Urban  Development.  Secretary  of 
Veterans  Affairs,  Secretary  of  Education.  Secretary  of  Labor,  and  the  Attorney  General.  *** 
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Justification:  Organization  and  development  of  a  comprehensive  system  for  HIV  prevention, 
treatment,  and  care  requires  the  involvement  of  the  number  of  federal  departments  and  agencies 
with  jurisdiction  over  the  various  components  of  the  HIV  health  and  support  services  continuum. 

Aiternative  Report  Language:  Organization  and  development  of  a  comprehensive  system  for 
HIV  prevention,  treatment,  and  care  requires  the  involvement  of  the  number  of  federal 
departments  and  agencies  with  jurisdiction  over  the  various  components  of  the  HIV  health  and 
services  continuimi.  The  Committee  instructs  the  Secretary,  in  consultation  with  the  Secretaries 
of  Housing  and  Urban  Development,  Veterans  Affairs,  Education,  and  Labor,  and  the  Attorney 
General,  to  coordinate  the  planning  and  implementation  of  Federal  HIV  programs  in  order  to 
facilitate  the  local  development  of  a  continuum  of  HIV-related  services  for  individuals  with  HIV 
disease  and  those  at  risk  of  such  disease. 

K.      Technical  Amendments 

Amend  Section  2652  of  the  PHSA  as  fi*llows: 

Sec.  2652.  MINIMUM  QUALIFICATIONS  OF  GRANTEES. 

(a)  In  General.  The  entities  referred  to  in  subsection  (b)  are  public  entities  and  nonprofit  private 
entities  that  are 

(A)  migrant  health  centers  under  section  329  or  community  health  centers  under  section  330; 

(B)  grantees  under  section  340  (regarding  health  ser\ices  for  the  homeless); 

Justification:  The  Consolidated  Health  Centers  Authorization  Act  of  1996  repealed  Section  329 
and  Section  340  of  the  Public  Health  Service  Act  and  folded  these  authorities  into  Section  330. 

Amend  Section  2602(b)(4)(B)  of  the  PHSA  as  follows: 

Sec.  2602.  ADMINISTRATION  AND  PLANNING  COUNCIL. 

(b)  HIV  HEALTH  SERVICES  PLANNING  COUNCIL. 
(4)  DUTIES.  *** 

(B)  develop  a  comprehensive  plan  for  the  organization  and  delivery  of  health  and  support 
services  described  in  section  2604  that  is  compatible  with  any  existing  State  or  local  plan 
regarding  the  provision  of  health  and  support  services  to  individuals  with  HIV  disease. 

Justification:  HIV  planning  councils  should  be  charged  with  developing  a  comprehensive  plan 
for  the  organization  and  delivery  of  support  services  as  well  as  health  services. 


[Whereupon,  at  12:30  p.m.,  the  committee  was  adjourned.] 
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